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Chapter 1: Introduction 
Stigma related to leprosy and tuberculosis may impede persons affected from enjoying their 
rights with regard to health care services and quality of life. Stigma results in delayed 
diagnosis and preventable disabilities in persons affected by leprosy.(1-4) It also results in 
people affected by tuberculosis denying the diagnosis and rejecting treatment.(5) In this 
thesis, we attempt to understand stigma related to leprosy and tuberculosis and develop 
de-stigmatising interventions. 
Rights-based approaches to health 
Global health and rights based approaches 
The human rights-based approach (HRBA) is a conceptual framework for the process of 
human development that is normatively based on the standards of international human 
rights and operationally directed at promoting and protecting human rights. It seeks to 
analyse inequalities which lie at the heart of development problems and redress 
discriminatory practices and unjust distribution of power that impede development 
progress.(6) In 1948, the United Nations General Assembly adopted the Universal Declaration 
of Human Rights (UDHR) of which articles 22-27 mention social, economic and cultural 
rights.(7) These articles have been elaborated by the Covenant on Economic, Social and 
Cultural Rights (ICESCR) which is concerned with labour rights, right to social security, right 
to family life, right to an adequate standard of living, right to health, right to education and 
right to participation in cultural life.(8) Many international development organisations have 
adopted HRBA into their work. Following the adoption of the UN Convention on the Rights 
of the Child (CRC), the UN Children’s Fund (UNICEF) has worked to identify ways in which 
normative processes of international human rights can inform and guide development work 
for children and women.(9) In 1997, Kofi Anan, the UN Secretary General, put the HRBA into 
practice by promoting integration of human rights into all UN activities and programme.(10) 
The World Health Organisation (WHO) 11th General Programme of Work (2006-2015) 
provides a general health agenda for WHO’s member states, its Secretariat and the 
international community. WHO highlights seven priority areas for the international 
community, including promoting universal coverage, gender equality and health-related 
human rights.(9) The HRBA elements of this Programme relate to goals, process and 
outcome.  
In health, the HRBA emphasises that the ultimate goal of all health policies, strategies and 
programmes is to advance the right to health and other health-related human rights.(9) The 
right to health is recognised in several core international human rights treaties, such as the 
ICESCR, the UN Convention on the Elimination of all forms of Discrimination Against Women 
(CEDAW) and the Convention on the Rights of Person with Disabilities (CRPD).(11) General 
Comment no.14 of the Committee on Economic, Social and Cultural Rights highlights that 
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the right to health extends to both timely and appropriate health care and to underlying 
determinants of health, such as safe and potable water, sanitation, food, housing, health 
related information and education, and gender equality.(12)  
The HRBA gives importance not only to outcomes, but also to the process. Human rights 
standards and principles, such as participation, equality, absence of discrimination and 
accountability, need to be integrated into all stages of the health programming process. The 
outcome focuses on capacity of duty bearers to meet their obligations and of rights-holders 
to claim their rights.(9) 
Most countries in South East Asia have implemented health-related human rights as part of 
their national health and human rights plans.(13) Nepal’s national health plan for 1997-2017 
aims to make essential health as well as specialised health care services universal. In 
Thailand, the Constitution prescribes that the state should promote public health and 
provide standard public health services.(14)  The 11th National Health Development Plan 
under the National Economic and Social Development Plan 2012-2016 places priority on 
providing health care for specific target groups, such as children, women, elderly, disabled 
and marginalised persons.(15) 
Rights-based approaches to leprosy and tuberculosis 
To promote the rights-based approaches to leprosy, the WHO Enhanced Global Strategy for 
Further Reducing the Disease Burden due to Leprosy (Plan Period 2011-2015) included 
social justice and equity, placing importance on leprosy and human rights, gender, and 
reaching particular population groups and leprosy in urban areas.(16) A UN resolution on the 
‘The elimination of discrimination against persons affected by leprosy and their family 
members’ was adopted by the UN Human Rights Council in 2010.(17) Principles and 
guidelines to eliminate discrimination against persons affected by leprosy and their family 
members were adopted in the same year.(18) Given that inclusive development has a bearing 
on people affected by leprosy and other disabilities, leprosy projects can also place their 
activities within the framework of the 2008 UN Convention on the Rights of Persons with 
Disabilities which focuses on the inclusion, equal opportunities and participation of all  
persons with disabilities in all aspects of life.(11) 
The 2006 Patients’ Charter for Tuberculosis Care outlines the rights and responsibilities of 
people with tuberculosis (TB), aiming to empower people with the disease and their 
communities.(19) The Charter was initiated and developed by patients from around the 
world, in tandem with the 2006 International Standards for Tuberculosis Care, to promote a 
patient-centred approach.(19) The Charter is based on the principle of health and human 
rights introduced by various international organisations, such as the UN, the WHO and the 
Council of Europe.(19) The Charter is referred to in both the WHO Stop TB Strategy and the 
Stop TB Partnership’s Global Plan to Stop TB (2011-2015).(20;21) An important objective of 
WHO Stop TB Strategy is to protect and promote human rights in tuberculosis prevention 
and care.(20) Addressing the needs of poor and vulnerable populations, and empowering 
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communities and people with tuberculosis have been identified as core components in the 
Stop TB Partnership’s Global Plan to Stop TB. These components emphasise patients’ rights 
and responsibilities, and the obligations of programmes, policy-makers and donors to foster 
community participation in tuberculosis care, prevention and health promotion.(21) Based on 
the Stop TB Partnership’s Global Plan to Stop TB, the Global Fund, an international 
organisation providing 90% of international financing for tuberculosis prevention, has 
formulated its strategic plan (2012-2016).(22) The plan stresses the importance of promoting 
and protecting human rights by not supporting programmes that infringe human rights; 
increasing investment in programmes that address human rights-related barriers to access; 
and integrating human rights considerations throughout the grant cycle.(22) 
The case of Thailand 
Human rights related to health were emphasised in the 1997 Constitution of the Kingdom of 
Thailand.(14) “A person shall enjoy equal rights to receive standard public health services, and 
the indigent shall have the right to receive free medical treatment from public health centres 
of the State, as provided by law” (Section 52) and “the State shall provide and promote 
standard and efficient public health services” (Section 82). In response to these statements, 
the Universal Health Care Scheme was introduced in 2001 and expanded to all health units 
in 2002. It aims to provide universal, equal access to standard, high quality health care by 
reducing the user fee to 30 baht per visit (€0.70, US$0.86).(23) After the launch of the 
Scheme, 90 percent of the population was covered by various forms of health care 
insurance and more poor people were able to use health services than ever before.(24) In 
addition, to enable still better access to health services, the government abolished the 30 
baht user fee in 2006, making the whole population eligible for free treatment at state 
hospitals. However, this does not guarantee timely access to health services or compliance 
to treatment due to a number of socio-economic factors, such as stigma and transport 
fees.(25) 
Leprosy and tuberculosis situation 
The global situation 
The global annual detection of leprosy has shown a declining trend since 2001. New case 
detection was 407 791 in 2004 but had fallen to 219 075 in 2011.(26) Among 219 075 new 
cases in 2011, most were detected in South East Asia (73%) with a smaller proportion in  the 
Americas (16%), Africa (5.8%), the Eastern Mediterranean region (1.98%) and the Western 
Pacific (2.32%).(27) Nearly 16 million leprosy patients have been cured over the past 20 
years.(28) Many of those cured of the disease will have to live with the consequences of 
leprosy. It is estimated that at least 3 million people are living with disability due to leprosy, 
although the exact figure is unknown.(29) 
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In 2010, there were 8.8 million estimated incident cases of tuberculosis, 1.1 million deaths 
from tuberculosis among HIV-negative people and an additional 0.35 million deaths from 
HIV-associated tuberculosis.(30) Most of the estimated number of cases in 2010 occurred in 
Asia (59%) and Africa (26%) with a smaller proportions of cases in the Eastern 
Mediterranean region (7%), Europe (5%) and the Americas (3%).(30) 
Leprosy and tuberculosis have many things in common. They are caused by 
Mycobacterium.(31) They require prolonged treatment, from 6 months to 24 months, and 
they are both regarded as diseases of poverty and stigma.(31;32) They share the same risk 
factors for acquiring infection and progression to disease.(32) The risk factors include 
overcrowded housing, sub-standard housing, poor hygiene and nutrition, and population 
mobility. 
Leprosy situation in Thailand 
A vertical leprosy control programme was first launched in 1956 in Khon-Kaen Province and 
gradually expanded to cover the whole country by 1972. After successful control, the 
programme was partially integrated in provincial health services in 1971 and fully integrated 
into the primary health care system in 1976.(33) In the early years of the leprosy control 
programme, the number of leprosy cases was substantial with 87 981 patients registered for 
treatment in 1964. The programme has been relatively successful in reducing the leprosy 
incidence and the number of new cases has gradually decreased in recent times from 705 
cases per annum in 2003 to 398 cases in 2010 (Figure 1). The success of the programme is 
partly attributed to the introduction of the short-course multiple-drug therapy (MDT) 
regimens, recommended by WHO in 1982. Leprosy is no longer a public health problem in 
Thailand. Public health problems are defined by a prevalence of one or more than 1 case per 
10 000 population.(34) However, there are still approximately 6 000 people with leprosy-
related disabilities living in 13 leprosy colonies and communities throughout the country.(35) 
 
Figure 1: the number of new cases of leprosy per annum during 2003-2010 
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Tuberculosis situation in Thailand 
The National Tuberculosis Programme (NTP) of Thailand was established in 1966. Short 
course chemotherapy has been used since 1985 and Directly Observed Treatment Short 
Course (DOTS) was adopted in 1996 as a core strategy.(36) Tuberculosis incidence declined 
continuously in the 1950-1990 period due to the socio-economic development of the 
country, combined with the activities of the NTP.(37) The incidence of tuberculosis, an 
opportunistic disease of HIV/AIDS, began to increase again in the 1990s with spread of the 
HIV/AIDS epidemic, which first reached Thailand in 1985. (38;39) However, the incidence of 
tuberculosis may have reached its peak in 2009 given the decline in 2010.(40) Although the 
incidence declined in 2010, the number of cases remained high at 65 211 (Figure 2).(40) 
Moreover, probably as a result of non-compliance to treatment, Multi Drug Resistant-TB 
(MDR-TB) has occurred and reduces the effectiveness of the NTP: some 1.7% of  new 
sputum smear pulmonary cases and 34.6% of previously treated cases are showing MDR-
TB.(40) According to the WHO, Thailand ranked 18th among 22 countries with highest burden 
of tuberculosis in the world in 2010.(41) 
 
Figure 2: the number of new cases of tuberculosis per annum during 2003-2010 
 Leprosy and tuberculosis control in general health care services 
Leprosy and tuberculosis programmes have been integrated into general health care 
services since 1971 and 1964, respectively.(33;42) Integration means that diagnosis, day-to-
day patient management, and the recording and reporting system are the responsibilities of 
general health care staff.(43) Instead of vertical, specialised, centrally located services that 
only provide care to people with leprosy or tuberculosis, patients are able to access health 
care near their homes on a regular basis in the same way as people with other diseases.(43) 
The rationale behind this approach is that the general public would gradually become 
accustomed to being in the presence of people with leprosy or tuberculosis.(44) 
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The Raj Pracha Samasai Institute (RPSI) and the Bureau of Tuberculosis (BoT), agencies of 
the Department of Disease Control (DDC), are responsible for the national leprosy and 
tuberculosis programmes respectively. At regional level, twelve regional Offices of Disease 
Prevention and Control (ODPCs), under the DDC, are responsible for preventing and 
controlling different diseases, including leprosy and tuberculosis. At the provincial level, 77 
Provincial Public Health Offices (PPHOs), under the Permanent Secretary Office, are 
responsible for health services for all kinds of health conditions. The ODPCs liaise between 
the national leprosy and tuberculosis programmes and the PPHOs to convert policy into 
practice, and undertake monitoring and evaluation. The PPHOs are in charge of provincial 
/regional hospitals, community hospitals, District Public Health Offices (DPHOs), and Sub-
district Health Promotion Hospitals (SDHPH). These organisations provide leprosy and 
tuberculosis services throughout the country (Figure 3). 
 
 
 
 
 
 
 
 
 
 
 
 
 
________________________________administrative line 
…………………………………………………………….technical line 
Figure 3: Organisations providing leprosy and tuberculosis programmes in Thailand 
Department of Disease Control Permanent Secretary Office 
Raj Pracha Samasai Institute 
(National leprosy programme) 
Bureau of Tuberculosis 
(National tuberculosis programme) 
77 Provincial Public Health Offices 
9 762 Sub-district Health 
Promotion hospitals 
77 Provincial/Regional hospitals 
723 Community hospitals 
878 District Public Health Offices 
Ministry of Public Health 
12 Regional Offices of Disease 
Prevention and Control 
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Stigma related to leprosy and tuberculosis 
Health professionals at all levels are gradually recognising the impact of stigma on case 
detection and treatment of various health conditions, including leprosy and tuberculosis.(45-
47) These diseases are commonly identified as chronic diseases, which are prone to 
stigmatisation.(48) Stigma attached to leprosy is caused by inaccurate beliefs about its 
causes, by visible lesions and impairments, and by fear of infection.(1;2;49-52) Stigma attached 
to tuberculosis is caused by its severity, by fear of infection by casual transmission, and by 
conflation with HIV/AIDS which is perceived as having a link to sexual misconduct.(53-55) 
Many attempts have been made to reduce stigma attached to leprosy and tuberculosis. For 
instance, leprosy and tuberculosis services have been integrated into the general health 
care system in an effort to reduce the perceived differences between people suffering from 
these diseases and other health conditions.(49) 
In Thailand, considerable efforts have been made to reduce stigma attached to various 
health conditions using Information, Education and Communication (IEC) interventions.(38;56) 
However, it is unclear whether stigma attached to leprosy has actually decreased as a result 
of these efforts. In recent years, leprosy-affected persons were still reporting being 
stigmatised by their neighbours and by health providers.(57) Regarding stigma in the case of 
tuberculosis, tuberculosis patients perceive tuberculosis as a dreadful, disgusting disease of 
death. They respond to this perception by denying the truth and by isolating themselves.(58) 
Stigma relating to leprosy and tuberculosis is also, to some extent, institutionalised. For 
example, before applying for certain types of work, an applicant needs confirmation from a 
doctor that he/she does not have leprosy or tuberculosis.(59) Also, despite being integrated 
in general health services, in many health facilities, leprosy and tuberculosis patients may be 
seen in a separate clinic or room. 
We decided to consider the stigma of leprosy and tuberculosis simultaneously because they 
both occur most frequently among the poor, the underprivileged group of society.(31;32) In 
addition, the same health personnel are responsible for leprosy and tuberculosis, although 
the institutional structure at the national level is different as explained above. To consider 
the stigma of these diseases, a study was conducted among rural communities of a province 
in the North-eastern region of Thailand where leprosy is endemic. 
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Chapter 2: Theoretical concepts 
This chapter presents the theoretical background to the research questions that form the 
basis of this thesis. The concepts of stigma in general, and the causes, determinants, 
manifestations, effects, dynamics of stigma in leprosy and tuberculosis are first considered. 
Interventions to reduce stigma in leprosy and tuberculosis, and common alternative terms 
for ‘stigma’ are also presented.  
Concepts, causes and determinants of stigma in leprosy and tuberculosis 
Stigma is a Greek word that originally referred to a kind of tattoo mark that was cut or 
burned into the skin of criminals, slaves and traitors to identify them as blemished or 
morally polluted persons.(60) The word was later applied to other personal attributes that are 
considered shameful or discrediting. Stigma was defined by Erving Goffman as an attribute 
that signifies that an individual is different from ‘normal’ people and, further, that the 
person is ‘of a less desirable kind—in the extreme, a person who is bad, or dangerous or 
weak’.(61) Goffman’s definition has been cited by many investigators but it has not remained 
unopposed. Studies of stigma have been carried out by many researchers in different 
circumstances, and many other definitions have been proposed as alternatives or as 
elaborations of Goffman’s definition. While Goffman’s definition focuses on individual 
attributes, the definitions created in later years, such as those of Link & Phelan, Parker & 
Aggleton, Castro, and Weiss & Ramakrishna, place more emphasis on the societal 
context.(45;62-64)  
Link & Phelan refer to stigma as “a dynamic process that is linked to competition for power 
and tied into existing social mechanisms of exclusion and dominance”.(62) Parker & Aggleton 
define stigma as “a social process that involves identifying and using difference between 
groups of people to create and legitimise social hierarchies and inequalities”.(64) Castro 
considers that stigma is “a result of structural violence perpetrated by the larger social 
forces that are rooted in historical and economic processes”.(63) Jacoby points out that 
stigma is “a label associating a person to a set of unwanted characteristics that form a 
stereotype”.(65) Weiss & Ramakrishna define stigma as “a social process or related personal 
experience characterised by exclusion, rejection, blame, or devaluation that results from 
experience or reasonable anticipation of an adverse social judgment about a person or 
group identified with a particular problem”.(45) According to the current literature, stigma 
not only relates to the undesirable characteristics of an individual or group but that it is 
constructed by the social context to which that individual or group belongs. 
This study will show that stigma related to leprosy is caused by the noticeable signs and 
impairments in people affected by leprosy; fear of transmission; beliefs regarding causes of 
the disease and its treatment; association of those affected with groups of people perceived 
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as ‘inferior’; and public health measures that have treated leprosy differently from other 
diseases. People affected by leprosy look ‘different’ because of the skin lesions and 
impairments associated with the disease. According to Link & Phelan, the starting point of 
stigma is that “people distinguish and label human differences”.(62)  Difference in physical 
appearance, namely overt or external ‘deformations’, are considered to be one of the three 
main categories of attributes that are discrediting as according to Goffman.(61) This kind of 
stigma has not changed much over time as illustrated by street riots and questions in 
Parliament  in 1947 concerning a Polish immigrant in the UK with the visible signs of 
leprosy.(66) Indeed, Rensen et al. (2011) found that people affected by leprosy who had 
visible signs suffered greater restrictions of participation in society than those who did not 
have such signs.(67) ‘Negative’ visible signs also stigmatise people affected by other diseases, 
such as tuberculosis. The extreme weight loss seen among tuberculosis patients, coupled 
with a persistent cough and coughing up of blood, make people feel very uncomfortable 
near tuberculosis patients, heightening their fear of the disease.(68) Some tuberculosis 
patients also considered that the features of the disease make them feel ashamed.(68) Fear 
of transmission is also considered to be one of the main causes of stigma in many 
countries.(69) This is not the case for leprosy in Thailand because it is seen as a hereditary, 
loathsome disease, but not as infectious.(70;71) Stigma in tuberculosis is generally caused by 
fear of transmission in both Thailand and elsewhere.(55;68;72;73)  
There is evidence from different cultures that leprosy is regarded as a punishment. For 
instance, among Christians, Hindus and Buddhists, leprosy may be regarded a punishment 
for sin or misdeed.(69;71;74-76) Other ‘traditional’ causes of leprosy which people have been 
reported to believe are witchcraft, a curse, trespassing of food taboos, contagion, and being 
hereditary.(51;66;74;77) Idawani mentioned that these beliefs tend to marginalise patients 
socially and bring shame upon them.(51) Some beliefs about the nature of leprosy, such as 
the belief that it is God’s punishment for sin, may gradually change as people begin to 
understand its biological cause. Changing the belief that leprosy is incurable is a challenge 
because people recognise leprosy by its permanent visible impairments. In addition, the 
belief that leprosy is hereditary is also difficult to counteract. Because of its nature as an 
infectious disease, leprosy does occur in particular families and groups. Even leprosy 
workers, who should know better, may believe that leprosy is hereditary, as research from 
Nigeria demonstrates.(50) Also tuberculosis is believed to be a God-given punishment for sin 
in some cultures.(72) In other circumstances, TB stigmatisation also arises from 
misunderstandings of the aetiology of the disease. For example, some people believe that 
smoking cigarettes, having an unhealthy lifestyle, drinking alcohol, and the use of hard drugs 
such as cocaine, results in the development of tuberculosis.(55;68) According to Link & Phelan, 
these beliefs are the second components of stigma, namely the beliefs that link labelled 
persons to undesirable characteristics and negative stereotypes.(62) 
The link between people affected by leprosy and the image of a beggar, the most inferior 
social status in Thailand, fits well with the third component of stigma mentioned by Link & 
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Phelan, namely that “labelled persons are placed in distinct categories to accomplish some 
degree of separation of us from them”.(62) The government attempt to control the 
transmission of leprosy by isolating people affected into leprosy colonies probably helped to 
reinforce this separation of ‘us’ from ‘them’. The link between tuberculosis and HIV/AIDS 
and between tuberculosis and poverty are also causes of stigma in tuberculosis since those 
with HIV/AIDS and the poor are already stigmatised by society.(73;78) 
IEC is the common intervention conducted by most countries to address stigma. However, 
IEC may result in more stigmatisation, if not undertaken carefully.(71) Posting pictures of 
impairments related to leprosy to encourage people to get early treatment, and mentioning 
the transmission of the disease, without emphasising the small chance of being infected and 
the effective drug treatment, may reinforce the negative image of leprosy and fear of 
transmission among the target population. Leprosy is not the only disease associated with 
stigma which may be inadvertently increased by IEC interventions. IEC interventions in 
tuberculosis sometimes also yield similar unintentional results.(68) For example, inaccurate 
health education communication by health professionals in Ghana reinforced community 
participants’ negative attitudes and behaviours towards tuberculosis patients.(68) In this 
intervention, community members were reminded that they should avoid sharing 
household utensils, such as plates, with tuberculosis patients. This approach further 
encouraged the isolation of the patient and separation of his/her eating utensils from those 
used by the rest of the household.(68) 
The causes and determinants of stigma against leprosy fit the conceptualisations proposed 
by stigma researchers such as Goffman and Link & Phelan.(61;62) They are similar to those of 
tuberculosis and may also be similar to those of other health conditions. However, they may 
be different in different societies and cultural contexts. Interventions to address causes and 
determinants of stigma should be tailored to the local context as much as possible and 
should take cultural differences into account. 
Manifestations, effects and dynamics of stigma in leprosy and tuberculosis 
In ancient times, stigma was manifest in forms of compulsory identification of those 
affected by leprosy, restricting them to begging as their only means of subsistence and 
forcing them to live in leprosy colonies away from their families.(76;79) Forced segregation 
measures were abandoned when effective drug treatment was discovered.(80) Despite the 
end of forced segregation, people have negative attitude towards people affected by 
leprosy, forcing them to leave the community, and not letting them share public transport. 
These stigma manifestations have undesirable effects on people affected by leprosy and 
may motivate them to practise self-segregation.(51;81)d At an early stage of their disease, 
some people avoid mentioning the local stigmatised name of the disease, and do not make 
the diagnosis known. When they can no longer conceal, some practise self-segregation by 
withdrawing from social activities. One of the most touching cases is that of a Thai woman 
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who had hidden herself for 60 years and was discovered in 2008, some 23 years after the 
introduction of effective treatment for leprosy.(82) 
Many persons affected by leprosy experience depression, and suicide ideation is 
common.(83) Depression related to stigma also affects other diseases, such as HIV/AIDS. 
Vyavaharkar reported a significant association between stigma and depression in HIV-
infected African American women.(84)  Cases from a variety of countries demonstrate that 
people affected by leprosy suffer loss of employment that eventually leads to poverty and 
begging.(1;85;86) People who have had leprosy at a young age lose their opportunities for 
marriage and education.(51;82) Those who are already married often face marital 
instability.(1;85) Regarding the physical aspects of the disease, stigmatisation may impede 
early diagnosis, leading to preventable disabilities.(1-4) It also may affect treatment regularity 
of people diagnosed with the disease because they may be afraid of being seen going to a 
clinic for treatment.(87) These impacts of leprosy-related stigma are also similar to those of 
stigma related to HIV/AIDS and tuberculosis. In Nairobi, Nginya reported that children living 
with HIV/AIDS were forced out of their village and out of school.(88) Liefooghe and colleagues 
found that social stigmatisation causes social and economic problems for tuberculosis 
patients in India.(5) In India, social stigmatisation also diminished marriage prospects of 
young tuberculosis patients and their family members, while tuberculosis in one of the 
partners also frequently led to divorce. Due to fear of stigma, tuberculosis patients often 
deny the diagnosis and reject the treatment.(5) 
The leprosy related stigma manifestations and their impact may differ from one person to 
the next, depending on their external appearance, status of the person concerned, gender 
and social distance from those doing the stigmatising. For example, discriminating 
behaviour towards rich patients with impairments has been found to be rare, while poor 
patients were discriminated against much more often.(49;81) A study in Thailand reported that 
although the community had a negative perception of rich patients with impairments, 
discriminating behaviour was rarely manifested towards them, in contrast to the 
discriminating behaviour directed towards poor patients.(71;82) Women were generally more 
stigmatised against than men.(52) Parents and children or sisters and brother were more 
supportive towards each other if one of them developed leprosy than non-family 
members.(2) Similar dynamics were also found in stigma related to tuberculosis. In her study 
in Thailand, Soonthorndhana found that female tuberculosis patients experienced more 
stigma than their male counterparts, while mothers and children supported a tuberculosis 
patient in their family.(89) Baral’s study in Nepal reported that women were more 
discriminated against than men because it was believed that woman who experienced 
tuberculosis would not beget any children and so no man would want to marry her; while 
little evidence of stigma and discrimination was found among family and friends. In addition, 
Baral identified poverty and being of low caste as the causes of discrimination against 
people with tuberculosis.(90) 
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Results of stigma vary from mild to more severe forms. Some people may practise self 
stigma by concealing their disease or withdrawing from social activities. Some may face 
more severe forms such as actual stigma or discrimination against by others. These 
manifestations effect those stigmatised in different ways including restrictions on 
participation as demonstrated in the case of children living with HIV/AIDS who were forced 
out of their villages and out of school.(88) 
Interventions to reduce stigma in leprosy and tuberculosis 
The negative impact of stigma on the effectiveness of leprosy and tuberculosis programmes 
has been increasingly recognised. This has fuelled efforts to deal with stigma. Integration of 
leprosy programmes into the general health care system is an essential part of the WHO’s 
strategy to eliminate leprosy.(34) It is felt that the integration of leprosy programme will 
promote accessibility of leprosy services and reduce stigma. In India, there was less self-
stigmatisation among leprosy patients and less social stigma in communities with an 
integrated approach than in those with a vertical approach.(49) The tuberculosis programme 
has also been integrated into the Thai general health care system, but it is not known 
whether stigma against tuberculosis has decreased as a consequence. 
IEC is an approach used in many countries to raise the general population’s awareness of 
leprosy in order to encourage early reporting and diagnosis. The social marketing campaign, 
in which information obtained from a community survey was taken into consideration 
before launching IEC, in Sri Lanka is an example of a successful intervention.(91) The Sri Lanka 
IEC approach was adapted to promote early treatment and reduce stigmatisation in India 
and Bangladesh. As a result, stigma towards people affected by leprosy decreased 
dramatically.(74) Education messages appear to have been successful in Uttar Pradesh, 
Madhya Pradesh, Orissa, Bihar and West Bengal, India, and in Bangladesh. In one study area, 
the proportion of people who would not eat food prepared by leprosy patients decreased 
from 68% to 50%, and the proportion of people who would not buy goods from a 
shopkeeper known to have leprosy decreased from 78% to 25%.(74) However, in some cases, 
IEC did not succeed as expected. A study in South India revealed that knowledge about the 
cure of leprosy did not change negative attitude towards leprosy patients, possibly because 
fear of leprosy militates against attempts to educate the public on facts of the disease.(74;92) 
The reason that the attitude remained unchanged may be that this study did not take the 
beliefs of the target group regarding leprosy into consideration, while the successful social 
marketing approach did. In the Sri Lankan approach, before launching IEC, community-
based surveys on knowledge, attitudes and practices on leprosy were undertaken, together 
with focus groups to explore perceptions of leprosy.(91) This information was used to 
develop targeted IEC materials. According to Dalal, “an attitude is a complex system of 
interrelations among three components: beliefs (evaluation), affects (feelings) and 
behaviour tendency. To understand disability attitude, it is essential to take all three into 
consideration, as change in one component will affect the overall attitude”.(93) 
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Another success factor related to IEC is combining IEC with other activities. In the Sri Lankan 
approach, health workers were trained to diagnose leprosy and to refer persons with 
suspicious lesions to leprosy staff. The network of clinics was also improved. This approach 
is consistent with the recommendations of Bollinger who studied stigma associated with 
HIV/AIDS.(94) He suggested that IEC should be considered as one component of stigma 
reduction interventions but that IEC could not be adequate independent of other 
strategies.(94) Successful outcomes may be reached if interventions also include strategies to 
address issues of physical access, interpersonal communication and the involvement of the 
community.(91) IEC interventions also need to be tailored to the target area and group. So 
Opala & Boillot, who conducted a study in Sierra Leone, pointed the way to improve 
communication between leprosy workers and Limba patients by focusing on the points at 
which their views differ, and by identifying concepts within Limba world view that can be 
adapted by leprosy workers to help convey their message.(95) Dijker & Kooman also 
recommend that interventions aiming to reduce stigma should be tailored to the type of 
condition, type of society and type of individuals.(96) These factors determine the major 
motivational systems that affect people’s responses to perceived deviance.  
Social Economic Rehabilitation (SER) in self-help groups is another type of intervention that 
has been launched to reduce stigma. In Nepal and Nigeria, SER has been reported as being 
successful in helping people affected by leprosy regain their dignity by involving them as 
participants in SER.(97;98) This resulted in positive attitude changes in the community and 
reduced internalised stigma of people affected by leprosy.(97;98) A tuberculosis club, another 
form of self-help group, is an approach that has been used to reduce stigma attached to 
tuberculosis. In a study undertaken in North Ethiopia, tuberculosis clubs were organised 
with 3-10 patients in each group.(99) The members supported each other in adhering to 
treatment and shared information about the course of the disease and possible drug side 
effects. They received technical advice from a nurse. They exchanged information about 
tuberculosis with the community and helped to identify new cases. This club approach was 
found to have a significant positive impact on patients’ compliance to treatment and on 
attitude and practice in the community. A further study in Nicaragua also yielded positive 
results.(73) The tuberculosis club and home visits intervention were used to address stigma. 
Internalised stigma related to tuberculosis decreased significantly in the intervention group. 
The positive change in terms of stigma related to leprosy and tuberculosis as a result of self-
help groups may be because people affected were empowered through the activities of the 
group. Community members witness the strengths and contributions made by people 
affected by these diseases, and they therefore gradually change their attitudes towards 
leprosy and tuberculosis.(93) Changing the name of leprosy and counselling are other 
strategies aiming to reduce stigma.(100;101) To date, there have been no reports of their 
effectiveness. 
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Thus, interventions with at least some evidence of success in reducing stigma are the 
integration of a leprosy programme into general health care, IEC and self-help group 
interventions.  
Common alternative terms for ‘stigma’ 
There are various words that are commonly used as alternative terms for ‘stigma’. These 
include negative attitude, prejudice, stereotype, discrimination and exclusion. Each has its 
own definition, sometimes linking to the others.  
Attitude is defined as feeling or opinion about something or someone, or a way of behaving 
that follows from this.(102) As described above, it is a complex system of interaction among 
three components, beliefs (evaluation), affects (feelings) and behaviour tendency.(93)  
Prejudice is typically conceptualised as an attitude that, like other attitudes, has a cognitive 
component (e.g., belief about a target group), an affective component (e.g. dislike), and a 
conative or behavioural component (e.g. a behavioural predisposition to behave negatively 
towards a particular group).(103) In psychology, prejudice is not merely a statement of 
opinion or belief, but an attitude that includes feelings such as contempt, dislike, or 
loathing.(104) Stuber, Meyer and Link, based on the definitions of ‘stigma’ given by Goffman 
and that of ‘prejudice’ given by Allport, suggested a similarity in the experiences of stigma 
and prejudice. Both include exposure to negative attitudes, structural and interpersonal 
experiences of discrimination or unfair treatment, and violence perpetrated against persons 
who belong to disadvantaged social groups. Goffman defined stigma as “an attribute that 
links a persons to an undesirable stereotype, leading other people to reduce the bearer 
from a whole and usual person to a tainted, discounted one”. Allport defined prejudice as 
“…an aversive or hostile attitude towards a person who belongs to a group, simply because 
he belongs to that group, and is therefore presumed to have the objectionable qualities 
ascribed to the group”. Stuber, Meyer and Link further commented that stigma research has 
traditionally emphasised studying people with ‘unusual’ conditions, such as facial 
disfigurement, while prejudice research tend to focus on the far more ordinary, but clearly 
powerful implications of gender, age, race and class division. They concluded that stigma 
and prejudice are synonyms that are used in different conditions or circumstances.(105) 
Stereotypes are often the basis of prejudice. According to Corrigan and Watson, stereotypes 
represent collectively agreed notions of group of persons. They argued that the fact that 
most people have knowledge of a set of stereotypes does not imply that they agree with 
them. They gave an example that many persons can recall stereotypes about different racial 
groups but do not agree that the stereotypes are valid. People who are prejudiced are those 
endorse the negative stereotypes.(106)  
The fourth term is ‘discrimination’. Negative attitudes are considered major sources of 
social discrimination that is defined as ‘any distinction, exclusion, restriction or preference 
which is based on any ground such as race, colour, sex, language, religion, political or other 
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opinion, national or social origin, property, birth or other status, and which has the purpose 
or effect of nullifying or impairing the recognition, enjoyment or exercise by all persons, on 
an equal footing, of all rights and freedoms.’(93;107) Given the definition of discrimination, 
exclusion is one form of discrimination. Exclusion is the process of excluding or the state of 
being excluded.(108)  
In Thai the terms ‘Tra Bab’ and ‘Tee Tra’ are used for the term ‘stigma’. ‘Tra Bab’ means sin 
or the feelings of sin that are implanted in an individual’s mind forever while Tee Tra means 
to stamp.(109;110) For example ‘leprosy is Tra Bab’ and ‘people affected by leprosy are Tee Tra 
by society’. The alternative term commonly used by lay people is ‘Rung Kiet’ which means to 
conceive a dislike for something.(110)  For example ‘Community Rung Kiet people affected by 
leprosy’. This Thai lay term does not completely represent the definition of stigma because 
‘Rung Kiet’ is a feeling that is only a form or a component of a negative attitude, while the 
term stigma comprises a much more complex construct. 
None of the alternative terms discussed above, negative attitude, prejudice, stereotype, 
discrimination, exclusion and Rung Kiet in Thai completely captures the complex meaning of 
the term ‘stigma’ as used in this dissertation. Each represents different components or 
characteristics of stigma, if one uses the definition by Weiss & Ramakrishna, “a social 
process or related personal experience characterised by exclusion, rejection, blame, or 
devaluation that results from experience or reasonable anticipation of an adverse social 
judgment about a person or group identified with a particular problem”.(45) This definition 
will be used because it captures the construct of stigma most comprehensively, namely a 
dynamic phenomenon that triggers an adverse social judgement and its results. When the 
above alternative terms are used, careful consideration is needed to judge whether they 
refer to an aspect of ‘stigma’, or are used with a somewhat different meaning, for instance, 
a ‘stereotype for rich people’. 
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Chapter 3: Research design 
This chapter presents the objectives of the study and the research questions, and describes 
the methods used to achieve them. 
Objectives and research questions 
The main research question has been formulated as ‘How to reduce stigma related to 
leprosy and tuberculosis?’  
Based on this main research question, the main objective has been formulated as ‘To 
develop de-stigmatising interventions related to leprosy and tuberculosis’. This led to the 
following sub-questions:  
1 What are the causes and determinants of stigma related to leprosy and tuberculosis? 
To answer this sub-question and to obtain sufficient information to design an appropriate 
stigma intervention. A systematic review was conducted with the objective of investigating 
general concepts of stigma, and causes and determinants of stigma related to leprosy and 
tuberculosis.  
To investigate stigma related to leprosy and tuberculosis, the following second and third 
research questions were posed.  
2 What are the characteristics of stigmatising behaviours shown towards people 
affected by leprosy and tuberculosis? 
3 What is the impact of stigma on people affected by leprosy and tuberculosis? 
To answer questions 2 and 3, an additional systematic review was conducted in the same 
manner as for the first research sub-question with the objectives of investigating the 
characteristics of stigmatising behaviours shown towards leprosy and tuberculosis and of 
investigating the impact of stigma on people affected by leprosy and tuberculosis. Next, we 
investigated stigma related to leprosy and tuberculosis in the study areas. The following 
fourth and fifth research sub-questions were formulated to guide this research: 
4 What are community members’ and health workers’ perceptions regarding leprosy 
and tuberculosis stigmatisation? 
To answer question 4, information was collected in four districts of Thailand with the 
objective of measuring community members and health workers’ attitudes and perceptions 
regarding leprosy and tuberculosis stigmatisation. Local people, such as health workers, 
health volunteers and people affected by leprosy joined in this process. This led to the 
following research sub-question: 
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5 What kinds of intervention could be launched to reduce stigma related to leprosy and 
tuberculosis? 
To answer this sub-question, another systematic review was conducted with the specific 
objective of identifying effective de-stigmatising interventions related to leprosy and 
tuberculosis. 
6 What are the changes in the community and the affected persons brought about by 
the interventions? 
To answer this question, a number of objectives were formulated. They were based on 
implementing de-stigmatising interventions and evaluating their effectiveness. All 
stakeholders were invited to participate in a workshop to design de-stigmatising 
interventions in a participatory manner. The participants decided to address stigma related 
to leprosy alone. Three interventions were then designed and launched consecutively in the 
three study areas. Stigma assessment was conducted before launching interventions to gain 
baseline information. Monitoring and evaluation was conducted after 5 and 10 months. 
Stigma assessment was conducted at the end of interventions, after 14 months, to assess 
the effectiveness of the interventions. 
Research approach 
Location of the research 
Four sub-districts of four different districts in Chaiyaphum Province, were selected as the 
study areas. They were selected because of their endemicity for leprosy. They are typical 
rural districts of Northeast Thailand. The study areas were also selected because they had a 
higher number of people affected by leprosy than other sub-districts, guaranteeing the 
saturation of qualitative information. There was no concern about a sufficient number of 
tuberculosis cases since it is prevalent in most parts of Thailand. 
Methodological approaches 
Different research methods were required for the different research questions in this study. 
These are presented on the basis of their contributions to the thesis in terms of theory (Part 
1), the reality of stigma related to leprosy and tuberculosis in Thailand (Part 2) and on de-
stigmatising interventions (Part 3), representing groups of articles. 
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Theory (part 1) 
To understand the theory on which to base this research, systematic literature reviews were 
conducted. 
Study 1: Stigma in leprosy: concepts, causes and determinants  
Study 2: Stigma in leprosy: manifestations, effects and dynamics  
Study 3: How to reduce stigma in leprosy- a systematic literature review 
Three systematic literature reviews were conducted: to provide an inventory of what is 
currently known about the causes and determinants of stigma related to leprosy in different 
societies; to review what is known about stigma manifestations, effects and dynamics with a 
focus on leprosy-endemic countries; and to identify interventions that have been used to 
reduce such stigma. Electronic searches were undertaken using PubMed (Medline), CINAHL 
and PsycInfo databases with the search term ‘leprosy AND (discrimination or stigma or 
causes or beliefs)’ for study 1, ‘leprosy AND stigma AND (results OR dynamics OR 
manifestations OR effects)’ for study 2 and ‘leprosy AND (stigma or discrimination) AND 
(intervention or IEC or CBR or counselling)’ for study 3. The internet was searched through 
Google Scholar for papers not published in the mentioned databases. Draft reports and 
instruments were retrieved from collaborating partners of the International Consortium for 
Research and Action against health-related Stigma (ICRAAS). Hand searching was also done 
for unpublished literature, newspapers, theses, conference proceedings and reports. Studies 
included were those written in Thai or English; related to stigma or leprosy; and using 
qualitative, quantitative, or mixed methods. In study 1, the findings are presented in 
narrative form under two main theme headings, the ‘concept of stigma’ and the ‘causes and 
determinants’ of stigma in leprosy. In study 2, the findings are presented in the same form 
as that of study 1 under three thematic headings namely ‘manifestations’, ‘effects’ and 
‘dynamics’ of stigma in leprosy. In study 3, the findings are also presented in narrative form. 
Interventions implemented to reduce leprosy stigma are presented.  
After the systematic review, the hypothesis of this study was formulated as: 
Participation of people affected by leprosy, community members, and local officers in de-
stigmatising interventions will increase the social participation and self-esteem of people 
affected as well as establish understanding of those who are involved, leading to a gradual 
positive change in attitude and perception. 
The reality of stigma related to leprosy and tuberculosis in Thailand (part 2) 
To understand the reality of the study area, information was gathered step by step. Initially, 
this involved staying in one sub-district to get in-depth information, to understand the 
community setting, and to adjust and develop data collection tools. Information was then 
also gathered from the other sub-districts. 
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Study 4: Comparing the perception of community members towards leprosy and 
tuberculosis stigmatisation 
Study 5: Assessing the attitudes and perceptions of community members and health 
workers regarding leprosy stigma 
Given the fact that there has not been information available regarding stigma related to 
leprosy and tuberculosis in the study areas, we conducted studies 4 and 5 simultaneously. A 
baseline survey was conducted using both qualitative and quantitative approaches. The aim 
of this study was to assess the attitudes and perceptions of community members and health 
workers regarding stigma related to leprosy and tuberculosis in order to verify and compare 
the existence of stigma towards these two diseases in the community and to provide 
baseline data for the de-stigmatising interventions. People affected by leprosy, people 
affected by tuberculosis and health officers at district level were invited to participate. Data 
collection tools were an interview guide for semi-structured interviews, a predefined script 
for Focus Group Discussions and the EMIC stigma scale for the quantitative sample. Content 
analysis was used for qualitative information. A t-test, a Chi-square and multiple regressions 
were used for quantitative data. 
De-stigmatising interventions (part 3) 
To ensure the sustainability of the interventions, stakeholders and people affected by 
leprosy were invited to participate in most steps of the process. 
Study 6: Addressing stigma related to leprosy: lessons from an intervention study in 
Thailand 
A workshop was conducted to design the interventions, involving stakeholders from the 
four study areas, including people affected by leprosy. At the beginning of the workshop, 
the findings of the previous phases of research were presented to the participants. An 
officer from the Provincial Office on Social Development and Human Security made a 
presentation on the rights of people with disabilities. The president of Sub-district 
Administration Organisations, with successful experience in helping people with disabilities, 
was also invited to share his experiences. Interventions were planned for Tepsatit, Nhong 
Bua Daeng, and Bantan Districts. The fourth district, Bumnet Narong, originally intended to 
be the control group, was removed from the study because there was another leprosy-
related activity being launched there. The participants from Bamnet Narong chose to work 
with the others, according to their interest. The participants worked in three groups to 
design stigma interventions in their respective areas. The three groups of interventions 
focused on people affected by leprosy, although two also included people with disabilities. 
No interventions were prepared against tuberculosis-related stigma as the participants 
considered that tuberculosis is different from leprosy in that people affected by tuberculosis 
have no impairments and face stigma only during the treatment period while those affected 
by leprosy face stigma for life. 
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The three groups of interventions were launched. The interventions were monitored and 
evaluated twice using the evaluation framework of Swaans and colleagues, which was 
adjusted by the research team to suit the circumstances of this study. 
The evaluation criteria comprise two main components, the process and the outcome. For 
the data collection we used the approach of responsive evaluation, which is based on a 
constructivist theory. (111) It is assumed that human beings give meaning to their experiences 
and that this construction is influenced by personal background as well as socio-structural 
and stakeholder positions. Together the various, complementary, perspectives provide a 
more informed understanding of the intervention being evaluated. In this approach, 
information found in the course of data collection was raised and discussed among local 
participants and the research team to maintain good practice and address problems. We 
gathered information by interviewing people affected by leprosy, a member of each group 
and their consultants. Focus Group Discussions were conducted among the members and 
consultants of each group. We formulated the question guideline and the predefined script 
based on the M&E framework. Observation was done to compare the self-care outcomes of 
people affected by leprosy before and after each round of M&E by observing their personal 
hygiene such as their cleanliness and clothing, and the condition of their impairments in the 
course of interviewing in each round. Content analysis using open coding was done to 
analyse data. 
Study 7: The effectiveness of de-stigmatising interventions 
After the four months of information provision, the EMIC scale was again used to see 
whether the stigma related to leprosy had changed. The study methodology had previously 
been used to measure community members’ and health providers’ attitudes and 
perceptions regarding leprosy and tuberculosis stigmatisation. 
Presenting the study results to the community 
A workshop was organised to present the results of de-stigmatising interventions to the 
community. Representatives of three study areas presented their activities and results, 
including the volunteer and the self-help groups intended to sustain the de-stigmatising 
interventions in their respective areas. The plans of action for the following year were 
formulated. 
Research teams 
The research teams consisted of the author who is a technical public health officer and 
colleagues who are technical public health officers and social workers of the national 
leprosy institute; a social worker who is responsible for Information, Education, 
Communication (IEC) in general diseases including leprosy at regional level; and nurses who 
are responsible for leprosy and tuberculosis working at provincial, district, and sub-district 
level. The roles of the author were designing the research methodology, collecting the data, 
monitoring and evaluation interventions, managing and analysing data, and writing articles. 
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The author was also responsible for administrative tasks relating to the research with the 
help of two administrative employees of national leprosy institute. 
Validity 
To ensure the validity of the findings, we employed both qualitative and quantitative 
methods. The validity of each research method is elaborated further below. 
Validity of qualitative research 
The richness and accuracy of data was guaranteed by obtaining information from different 
types of people with different methods from an unlimited number of interviewees, and 
involving local people, particularly people affected by leprosy, in the data collection process.  
Among community members, maximum variation sampling was employed in order to obtain 
data from people with different characteristics in terms of sex, age and economic status. 
The economic status of eligible people was identified by health volunteers. Health workers 
with a leprosy-related role at the district hospital, and health workers at the sub-district 
health promotion hospital were included. Health volunteers, responsible for a village where 
people affected by leprosy resided, were included in Focus Group Discussions. There was no 
limit placed on the number of interviewees: new interviewee data were included until 
information saturation was reached. Multiple methods of data collection were included, 
such as interviews, observations, and Focus Group Discussions. These mixed methods 
facilitated collection of accurate and rich data, not accessible from one particular method. 
Interpretation of data was done by taking data from different sources and methods into 
consideration. 
Involving local people, such as health workers, health volunteers and people affected by 
leprosy, in data collection helped to reduce bias that may occur as a result of the pro-
leprosy research team at national levels, and established trust among interviewees.  
For external validity, we selected the typical community of the North-eastern region with 
the criteria that dialect is used in daily communication. Most of the populations are 
Buddhists, have low socio-economic status, and earn a living through agriculture and other 
agriculture-related professions. Some villagers of labour age leave home to work in towns or 
the big city; the elders live with their younger relatives. It is expected that the findings of 
this study could be generalised to larger populations as its setting is common in most 
provinces of North-eastern region where leprosy and tuberculosis are prevalent.  
Validity of quantitative research 
Regarding the validity of the data collection tool, the EMIC stigma scale, the questions were 
translated into Thai and translated back into the English language to ensure that the 
translation was correct. Results were adjusted by leprosy related health officers at all levels 
throughout the country in the workshop organised to introduce the disability survey project 
of the leprosy national programme. Before being used in the study area, the tools were 
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piloted in another province with 30 health workers and 30 community members with similar 
characteristics as the study groups. The experience gained during the piloting of the tool 
was used to adjust the statements that were not completely understood by the 
respondents. Again the involvement of local people militated against any ‘expert’ bias that 
may have existed within the regional and national research teams. 
For external validity, apart from carrying out data collection in the same area as that of 
qualitative method which was the typical community of the North-eastern region, 
systematic and convenience sampling method was used to select study subjects to 
guarantee the equal chosen chance. The research findings could be generalised in the 
North-eastern region where leprosy and tuberculosis are prevalent. Some 21 million, of 64 
million Thai people, live in this region.(112) As communities in the other regions have a 
different setting, generalising these research findings further may be questionable. 
Ethical considerations 
The topics of research are of a sensitive nature, thus informed consent of the subjects was 
sought before collecting information. Health workers or health volunteers known by the 
people affected and the community members were asked to seek for their consent. 
Interviewees were informed about the objectives of the study and about their rights to 
withdraw from participation at any time. Research was approved by the Ethical Committee 
of the Disease Control Department, Ministry of Public Health, Thailand, before starting 
study.  
Thesis outline 
This thesis is divided into four main sections. The general Introduction consists of three 
chapters concerned with the general background, the theoretical background, and the 
research design with the thesis outline. Part 1: Theory comprises three chapters of 
systematic literature reviews. Chapter 4 presents concepts, causes, and determinants of 
leprosy-related stigma. Chapter 5 presents manifestations, effects, and dynamics of leprosy-
related stigma. Chapter 6 presents different interventions used to reduce stigma related to 
leprosy. Tuberculosis-related stigma is mentioned in the discussion of each of these 
chapters. Part 2: The reality of stigma related to leprosy and tuberculosis in Thailand 
consists of two chapters (7 and 8), comparing the perception of community members 
towards leprosy and tuberculosis stigmatisation, and measuring the attitudes and 
perceptions of community members and health workers regarding leprosy stigmatisation. 
Part 3: De-stigmatising interventions consists of two chapters, 9 and 10, on the 
implementation and effect of de-stigmatising interventions. Finally, The general discussion 
consists of one chapter, presents the main conclusions and discussions in accordance with 
the research questions. The general discussion ends with some recommendations for 
further action to sustain de-stigmatising interventions. 
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Table 1: Overview of studies covered in this thesis 
Study Location Type of study Chapter Part 
1. Stigma in leprosy: concepts, causes and 
determinants 
Global Systematic 
literature review 
4 1 
2. Stigma in leprosy: manifestations, effects 
and dynamics  
 
Global Systematic 
literature review 
5 1 
3. How to reduce stigma in leprosy- a 
systematic literature review 
Global Systematic 
literature review 
6 1 
4. Comparing the perception of community 
members towards leprosy and tuberculosis 
stigmatisation 
Chaiyaphum 
Thailand 
Cross-sectional 
survey 
7 2 
5: Assessing the attitudes and perceptions of 
community members and health workers 
regarding leprosy stigma 
Chaiyaphum 
Thailand 
Cross-sectional 
survey 
8 2 
6: Addressing stigma related to leprosy: 
lessons from an intervention study in 
Thailand 
Chaiyaphum 
Thailand 
Intervention 
study 
9 3 
7. The effectiveness of de-stigmatising 
interventions 
Chaiyaphum 
Thailand 
Cross-sectional 
survey 
10 3 
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Summary  
Background: Leprosy is a chronic infectious disease that has stigmatised people affected 
since ancient times until now. This has resulted in difficulties in the lives of those affected.  
Purpose: This literature review was conducted to understand the concept, causes, and 
determinants of stigma in leprosy.  
Method: Electronic searches were undertaken using PubMed (Medline), CINAHL and 
PsycInfo databases. The internet was searched through Google Scholar for papers not found 
in these databases. The main inclusion criteria were papers related to stigma or leprosy 
written in Thai or English.  
Results: After searching the databases, 84 papers were identified, 3 were removed because 
of duplication and parallel publication, and 20 were removed on abstract screening. After 
reading 61 full papers, 7 were excluded. Finally, 54 were included in this review. It was 
found that the concept of stigma involves not only characteristics considered undesirable, 
but also the social context of the individual or group. Reported causes and determinants of 
stigma related to leprosy are the external manifestations of the disease, cultural and 
religious beliefs, fear of transmission, association with people considered inferior and public 
health-related interventions.  
Conclusion: Stigma is a complex phenomenon that has multiple causes, often linked to the 
cultural context in which it occurs. Despite this, many similarities were found in leprosy-
related stigma across countries and cultures, which would facilitate the development of 
interventions. 
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Introduction 
Infectious diseases can be grouped into two categories, acute and chronic. Chronic diseases 
often result in long-term physical and social effects. Leprosy is a chronic disease which can 
be traced back thousands of years. It was described in an Egyptian Papyrus document 
written around 1550 B.C.1 Indian writings around 600 B.C. describe a disease that resembles 
leprosy. It is believed that leprosy was brought to Europe by the army of Alexander the 
Great after coming back from India.1 At that time, neither the biological cause nor 
treatment of the disease was known. Thus leprosy patients developed severe skin 
conditions and disabilities that terrified people. It was believed that leprosy is caused by a 
curse or caused by sin.2-5 This belief has been widespread until the present day as shown in 
the studies of Alubo in Nigeria, Burathoki in Nepal and Idawani in Indonesia. They showed 
that communities perceived leprosy as a disease from God, the will of God or as a 
punishment by God.2,3,6 As a prominent social effect, stigma plays an important role in the 
lives of people affected and their families. Leprosy has been used as an excuse to segregate 
diagnosed individuals into colonies or leprosaria.7 
 At present, Mycobacterium leprae, which was discovered by Gerhard Henrik Armauer 
Hansen of Norway in 1873, is widely known as the cause of leprosy. Effective, relatively 
short-duration treatment is available nowadays in the form of multidrug therapy (MDT).1,8 
However, the stigma attached to leprosy still persists in most countries.6,9-11 
 Stigma is a serious obstacle to case finding and to the effectiveness of treatment, which 
are the major concern of disease control programs.2,3,6,10,12-15 Many attempts have been 
made to reduce the stigma attached to leprosy. For instance, leprosy services have been 
integrated into the general health care system to reduce the differences between people 
affected by leprosy and those suffering from other health conditions. Alternative terms have 
been used instead of ‘leprosy’, such as ‘numbing skin disease’ or ‘Hansen’s disease’.16,17 A 
large budget has been used in the effort to reduce stigma through information 
dissemination. Although it has been shown that this approach may help to address fear and 
consequent discrimination related to the biological realities of leprosy, it is unlikely to affect 
the rejection and alienation due to the attribution of blame.18 
 In Thailand, leprosy-affected people are still stigmatised by health providers and by 
their neighbours.19 Some leprosy patients have been shunned and refused treatment of 
their ulcers by nurse aids, resulting in delay in diagnosis and poor compliance to treatment 
in many of them.11 Before applying for certain types of work, an applicant needs 
confirmation from a doctor that he/she does not have leprosy.20 
 Most stigma reduction programmes have been applied in a blanket fashion, which 
contradicts the reality that the characteristics of stigma, in particular the determinants, may 
be different in one society from those in others. It was recommended by Dijker and Kooman  
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that interventions aiming to reduce stigma should be tailored to the type of condition, type 
of society and type of individuals involved.21 This is because these factors determine the 
major motivational systems that affect people’s responses to perceived deviance. Gussow 
and Tracy suggested that it is also essential to understand the social history, current cultural 
meaning and the ‘world-view’ of the people involved.22 
 To provide information needed for health personnel and other professionals who wish 
to know more or to develop any stigma-related empirical research, this systematic review 
aims to make an inventory of what is currently known about the causes and determinants of 
stigma related to leprosy in different societies. We use the conceptualisations of stigma by 
Goffman and Link and Phelan as a frame of reference.23,24 
Methods 
Electronic searches were undertaken using PubMed (Medline), CINAHL and PsycInfo 
databases with the search term ‘leprosy AND (discrimination or stigma or causes or beliefs)’. 
The internet was searched through Google Scholar for papers not published in these 
databases. Draft reports and instruments were retrieved from collaborating partners of the 
International Consortium for Research and Action against health-related Stigma (ICRAAS). 
Hand searching was also done for unpublished literature, newspapers, theses, conference 
proceedings and reports. Studies included were those written in Thai or English; related to 
stigma or leprosy; and using qualitative, quantitative, or mixed methods.  
Results  
Figure 1 shows the process and numbers of publications identified, screened and eventually 
included in the review.  
 During the database searches, 84 papers were identified, 3 were removed because of 
duplication or parallel publication, and 20 were removed on abstract reading (not relevant). 
After reading 61 full papers, 7 were excluded as not relevant and only 54 were included in 
this review. Those included were papers written between 1963 and 2013. The findings are 
presented in narrative form under two main theme headings. The ‘concept of stigma’ is 
presented first, followed by ‘causes of determinants’.  
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Figure 1. Flow diagram of identified literature through database searching. 
* Hand searching and searching through Google Scholar  
 
THE CONCEPT OF STIGMA 
Stigma is a Greek word that in its origins referred to a kind of tattoo mark that was cut or 
burned into the skin of criminals, slaves or traitors, to visibly identify them as blemished or 
morally polluted people.25 These individuals were to be avoided, particularly in public 
places. The word was later applied to other personal attributes that are considered 
shameful or discrediting. In relation to health, stigma was defined by Erving Goffman as an 
attribute that signifies that an individual is different from ‘normal’ people and, further, that 
the person is ‘of a less desirable kind—in the extreme, a person who is bad, or dangerous or 
weak.’23  
 To increase the understanding of his definition, Goffman proposed three categories of 
attributes that are discrediting. They are ‘abominations of the body’ or stigma of physical 
disfigurement; ‘aberrations of individual character’ and/or personality, such as mental 
disorder, imprisonment, unemployment; and the ‘tribal stigma’ of race, nation and religion. 
 Goffman’s definition has been cited by many investigators; however, it has not 
remained unopposed. Since studies in stigma have been carried out by different 
professionals in different circumstances, many definitions have been proposed as 
alternatives to or as an elaboration of Goffman’s definition. Jones et al. defined stigma as “a 
mark or attribute that links a person to undesirable characteristics or stereotypes”.26 This 
definition implies that one group sees the other as abnormal. It introduces the concept of 
‘them and us’. Stafford and Scott proposed that stigma is “a characteristic of a person that is 
contrary to a norm of a social group or unit”.27 They defined ‘norm’ as a “shared belief that a 
person ought to behave in a certain way at a certain time”. Crocker et al. said that 
“stigmatised individuals possess or are believed to possess some attributes or 
characteristics that convey a social identity that is devalued in a particular social context”.28  
Literature identified through database searching (n = 33) 
Literature identified through other methods* (n = 51) 
 Literature after duplications removed (n = 81) 
Literature screened (n = 61) 
Literature excluded on full paper (n =7) 
 
Literature included in qualitative synthesis (n = 54) 
Literature excluded on abstract (n = 20) 
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Link and Phelan referred to stigma as “a dynamic process that is linked to competition for 
power and tied into existing social mechanisms of exclusion and dominance”.24 Parker and 
Aggleton defined stigma as “a social process that involves identifying and using difference 
between groups of people to create and legitimise social hierarchies and inequalities”.29  
Castro commented that stigma is “a result of structural violence perpetrated by the larger 
social forces that are rooted in historical and economic processes”.30 Jacoby pointed out 
that stigma is “a label associating a person to a set of unwanted characteristics that form a 
stereotype”.31  
 Weiss and Ramakrishna defined stigma as “a social process or related personal 
experience characterised by exclusion, rejection, blame, or devaluation that results from 
experience or reasonable anticipation of an adverse social judgment about a person or 
group identified with a particular problem”.10 It is interesting to note that, while Goffman’s 
definition focuses on individual attributes, the definitions created in the later years, such as 
those of Link and Phelan, Parker and Aggleton, Castro, and Weiss and Ramakrishna, focus 
more on the societal context. Link and Phelan further expanded the nexus between an 
attribute and a stereotype identified by Goffman with a wider set of meanings for the 
term.24 They stated: “…stigma exists when the following interrelated components converge. 
In the first component, people distinguish and label human differences. In the second, 
dominant cultural beliefs link labelled persons to undesirable characteristics and negative 
stereotypes. In the third, labelled persons are placed in distinct categories so as to 
accomplish some degree of separation of ‘us’ from ‘them’. In the fourth, labelled persons 
experience status loss and discrimination that lead to unequal outcomes”. 
 Although their definition of stigma did not include societal issues, Stafford and Scott 
elaborated that society could create negative stereotypes to preserve the social structure or 
to permit exploitation of a group or its resource.27 They also pointed out that social 
inequality dramatically influences the process of stigmatisation of certain individuals or 
groups. Those who have control in a society have the power to impose their norms, values 
and beliefs, including cultural meaning of an attribute and the stigma attached to it, on 
people who are powerless. This fits well with the views of Link and Phelan, and Parker and 
Aggleton with regard to the role of ‘social power’ in the process of stigma and 
discrimination. The suggestions of Stanford and Scott are also supported by the studies of 
Waxler, who reported that, because of racial prejudice and the perceived economic threat 
from the Chinese labourers among Hawaiians and others, the Chinese labourers employed 
in Hawaii were blamed for introducing leprosy into the country.32 
 It can be concluded that the current literature views stigma not as depending only on 
an undesirable characteristic of individual or group, but as constructed by the social context 
to which that individual or group belongs. 
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CAUSES AND DETERMINANTS OF STIGMA IN LEPROSY 
EXTERNAL MANIFESTATIONS 
At an early stage, leprosy may manifest itself only in mild skin lesions, but if left untreated, 
these lesions can become much more noticeable. At the same time, nerves may be 
damaged leading to impairments of eyes, hands and feet. Even while being treated, leprosy-
affected people may have various skin conditions due to immunological reactions that may 
occur before, during or after treatment. These external manifestations are among the main 
reported causes of stigma. 11,33 
 A case of a Polish immigrant who was diagnosed with leprosy in 1947 on English soil 
may well illustrate this statement. He was described as ‘having an early leonine 
countenance’ which would clearly mark him as different from the rest of society. This 
appearance evoked strong public reaction with street riots and questions in Parliament 
about him. He was then detained in the hospital against his will. In the present day, it has 
been reported that an unpleasant appearance still stigmatises people suffering from 
leprosy.6 A study conducted in Indonesia between 1997 and 1999 reported that a negative 
reaction by the community towards leprosy patients depends mainly on the visibility of 
symptoms.6 If the disease is still at early stage, without persistent visible patches or 
impairments, patients usually manage to hide their leprosy and there will be no stigmatising 
reactions from the others.6 The results of two studies in Nepal in 1998 and 1999 support the 
findings of Idawani in Indonesia.3,35 The first reported that community members 
discriminated most openly against leprosy patients with persistent visible symptoms and 
impairments, whereas the second recorded that those with leprosy-related impairments 
were more likely to experience negative community actions than those with the same 
disease without such signs. A recent study done by Rensen in India also found that people 
affected by leprosy who had visible signs suffered greater participation restriction than 
those who had not.36 
 Three studies in Thailand also yielded similar results as those in Indonesia and Nepal. 
Leeraphan found that visibility of deformity was positively correlated with the level of 
stigmatisation by the community.37 Some patients perceived rejection from their families 
and voluntarily left their homes for treatment in hospitals or colonies. After treatment, the 
ex-patients with visible deformities faced difficulty in adapting when they were back in their 
home situation. This result is supported by the two studies from Thailand conducted by 
Predaswat and Poopook, which both reported that the most important attributes eliciting 
repulsion were the blood and puss from open wounds, and the disfigurement of the hands 
and feet.11,33 They also recorded that even people with disability related to other health 
conditions and leprosy patients without disability, reportedly loathed people who had a 
leprosy-related disability.  
 In addition to these external manifestations, it was reported that some people with 
leprosy may have a distinctive odour caused by infected ulcers. This smell can be nauseating 
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and was made worse in cases in which their communities did not allow people with leprosy 
to wash in communal water, as described in a report from Madhya Pradesh, India.14 As well 
as making them outcasts, Predaswat and Poopook mentioned that bad odour can affect the 
patients’ sense of worth and dignity.11,33 
RELIGIOUS AND CULTURAL BELIEFS 
It was reported by different authors that since ancient times, leprosy has been interpreted 
as God’s punishment of the sinful.3-5;38-40 The Bible, particularly the book of Leviticus chapter 
13, is usually quoted in that context. Leprosy may have been used as a metaphor for sin. 
“Leprosy is like sin in many ways. There are some good reasons why many ancient rabbis 
considered a leper as someone already dead. Leprosy is like sin in that: it begins as nothing, 
it is painless in its first stages, it grows slowly, it often remits for a while and then returns, it 
numbs the senses - one cannot feel in the afflicted area, it causes decay and deformity, it 
gives a person a repulsive appearance”. 38 Guzik commented that “These precautions were 
taken not merely for sanitary reasons, or to guard against contagion, for it is not certain that 
leprosy was contagious, but in order that the people might be taught through the parable of 
leprosy, what a fearful and loathsome thing sin is in the sight of God”.41 
 Volinn noted, however, that this particular stigma is not limited to Judeo-Christian 
religious traditions.39 Entwistle describes how a belief which originated in Iran was 
transmitted to India. People afflicted with leprosy were considered to be sinners against the 
sun. Bathing in specified places like Suryakunds in Mathura was assumed to have healing 
power.40 According to Try and Brown, Hindus believe that impairments resulting from 
leprosy are a result of misdeeds in a previous life that caused bad karma, or a divine 
punishment, and the Chinese believed that leprosy was sexually transmitted by contact with 
a prostitute, and therefore a punishment for immoral behaviour.4,5 Try reported from a 
study in Nepal that communities held the belief that leprosy was a punishment from the 
gods for sins committed by patients or their relatives in present or previous lives.5 According 
to Burathoki, this is usually attributed to failure to respect the gods by making appropriate 
offerings or by serious violations of social norms.3 Predaswat recorded that, according to 
Buddhist belief, leprosy is a disease considered to be contagious and incurable.11 A man with 
leprosy was not allowed to enter the monkhood because he was assumed to have a bodily 
disfigurement. The illness disqualified him from becoming a monk, a position regarded with 
high respect by the people. It was assumed that allowing a person with leprosy to join the 
monkhood would spread the disease to other monks. Predaswat reported that according to 
Buddhist doctrine, a person with leprosy suffers from the disease as a result of sinful acts 
committed during the previous life and is thus viewed as sinful and immoral.11 
 According to Gussow and Tracy, researchers ascribed stigma to religious beliefs that 
regard the disease as a punishment for sin, or to the massive involvement of Christian 
missionaries in the treatment of leprosy patients, which led to a perception of a disease so 
terrible that only God’s servants are capable of tending to those affected by it.22 However, 
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Navon had a different view. Her study in Thailand reported that Buddhism did not assign a 
unique status to leprosy.42 Although Buddhism officially forbade males affected by leprosy 
from fulfilling their traditional duty of joining the monastic order for a period 3 months, it 
was revealed that this prohibition was not strictly enforced and had no adverse effects on 
the image of the disease.  
 Other causes of leprosy which people have been reported to traditionally believe are 
witchcraft, a curse, trespassing of food taboos, contagion, and being hereditary.4,6,33,35 
Idawani mentioned that these beliefs tend to marginalise patients socially and bring shame 
upon them.6 A study in Nigeria elaborated the belief that some think leprosy was inherited 
and that people with the same bloodline were more vulnerable to the disease.2 People with 
different blood were therefore considered to have no risk. The same study also recorded 
that this belief was also present among trained leprosy workers. One leprosy worker said 
that he was not afraid of contact with the disease as his blood was strong and the disease 
did not occur in his family. In Thailand, it was also reported that leprosy was thought to be 
hereditary, because the community often saw many cases of leprosy in one family. Villagers 
were thus proscribed from allowing their children to marry people with leprosy.11 In the 
same country, many people with leprosy related disability were sent to a leprosy colony by 
their families as they were thought to be cursed and deserved social segregation.43 
 People believed that leprosy is not curable because of its persisting external 
manifestations. The studies in Thailand and Nigeria provide evidence to support this claim. 
They reported that patients with deformities were not perceived as cured, because their 
lost fingers and toes could not be restored. Nor was a patient considered cured who had any 
other symptoms such as a reaction or pain.2,11 Alubo recorded that there was a general 
belief that for people with deformity, the symptoms will appear periodically during the hot 
season when the heat would make the disease flare up.2 
FEAR 
The fear of transmission is evidently one of the main reported causes of concern for people 
in a community.5 This fear is enhanced by the visible signs that make people want keep a 
safe distance and especially take care that their children, considered most vulnerable to 
infectious, stay away from a ‘patient’.2,15 Fear has also been reported to be based on 
prevailing inaccurate beliefs. In Brazil, traditional notions that leprosy is an incurable, 
disabling and highly infectious disease widely prevail and lead to unnecessary fears and 
stigmatisation of patients.15 Villagers in Thailand believed that once the person with leprosy 
was deformed, there was no cure and that the patient cannot return to a normal state.11 In 
Nepal it was commonly believed that touch or close contact was the main cause of 
transmission.3,5 In the same country, people also believed that transmission could occur 
through food, water, air, faeces, and patients’ excreta, such as urine, sweat, pus from ulcers, 
semen, and vaginal fluid.3,5 
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 However, the results of two studies from Thailand show that fear of transmission is not 
always the main cause of stigma.11,42 Predaswat commented that leprosy was seen as a 
loathsome disease rather than a contagious disease because people in advanced stages of 
leprosy were characterised by bodily disfigurement, ulceration, excessive sweat, and bad 
odour.11 Seclusion was voluntarily practised by leprosy patients who were in such an 
advanced stage, because of the shame and fear of being repulsive.  Navon recorded that 
fear of contagion did not arouse stigma against leprosy, since the Thai public considered it 
to be hereditary.42 Furthermore, in the past, Thailand was still plagued by a number of 
epidemics even more terrifying than leprosy, such as malaria, smallpox, bubonic plaque, and 
cholera, all of which took a heavy toll of the population. 
ASSOCIATION WITH ‘INFERIOR PEOPLE’ 
Seng recorded that in the past, leprosy was associated with people considered lower than 
others in all aspects.44 During the Western colonial era in the nineteenth century, fears 
evoked by the high prevalence of leprosy among colonised populations gave rise to racist 
views that linked the disease with people perceived to the ‘morally inferior’.44 For example, 
the British colonial regime associated the Chinese working class with filth and social danger. 
Leprosy was viewed as an essentially Chinese problem brought into Singapore by migrants 
who showed no visible signs of the illness and avoided detection at the point of 
disembarkation. This phenomenon was confirmed by Waxler, who reported that during the 
same era, to make a convenient excuse for excluding economic competitors and to confirm 
the Westerner’s sense of superiority, Chinese migrants were blamed for importing leprosy 
to Hawaii and the Western United States.32 
 In her study in Thailand, Navon supported the view that being associated with inferior 
people contributed to leprosy stigmatisation.42 She mentioned that in the past, when people 
affected by leprosy had disability, they did not have much choice to earn a living. Those who 
had supporting relatives lived separately nearby their families’ home, while those who did 
not, earned their income as beggars, the most disgraced people in Thai society. However, 
Waxler argued that the association of leprosy with begging does not always cause stigma. 
For instance, begging in Nigeria is accepted and is not regarded as a stigmatised role among 
Muslims.32 
 Even nowadays, in a low-endemic situation and while effective treatment is available, 
this association still exists. People affected by leprosy are often poor, out of work, 
uneducated, or of a lower social class.45 Some of them still earn a living as beggars. 
Nowadays, there is evidence that Thai people still use the terms – khi ruan and khi thut, 
which translate as ‘leprosy’ and ‘leprosy with disability’ – to degrade another person.46 
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PUBLIC HEALTH AND RELATED INTERVENTIONS 
A different perspective holds that stigma is the product of the compulsory segregation of 
people affected by leprosy, practised in many countries since the end of the nineteenth 
century.42 This segregation policy was recorded as part of the attempt to control leprosy at a 
time when there was no effective treatment for the disease. Poorman reached the rather 
far-reaching conclusion that isolation of leprosy patients was introduced by scientists 
because they perceived leprosy as a threat to the healthy.47 This while the general 
population did not tend to fear leprosy in the same way and resisted separation from their 
diseased family and friends. Eventually, people were taught to fear leprosy through the 
isolation and the propaganda campaign surrounding it. Later, as scientific knowledge 
advanced and leprosy was no longer feared among physicians as it once had been, they 
were unable to eradicate the fear that their predecessors had created, and leprosy 
remained stigmatised. 
 After the isolation policy was abandoned due to the availability of effective treatment, 
leprosy control programmes in most countries changed to promote a policy in which those 
affected remained in their own communities. This was often done through Information, 
Education, and Communication (IEC) campaigns. Predaswat reported that some IEC 
campaigns aroused public fear of leprosy with frightening educational images.11 She further 
commented that this kind of intervention may help to encourage suspected cases to self-
report early; however, at the same time it may reinforce stigma that was already present in 
the target area.  
 Another reported potentially stigmatising activity that is conducted for patients who are 
living in their own communities is a home visit, which is supposed to be done to follow-up 
patients who fail to meet an appointment. Visiting the house of leprosy patients may 
provoke stigma against them, if done carelessly. From her experience in Brazil, White 
reported feeling that the visits were invasive and capable of generating stigma for the 
patients her team were visiting.48 Arriving in an ambulance may have alerted family 
members or neighbours that the people they were looking for had a health problem that 
was serious enough for health officials to come for them.  
 Frist mentioned in the context of promoting human rights, people affected by leprosy 
were encouraged by related organisations to establish their own associations.49 Associations 
of people affected by leprosy are sometimes guilty of producing stigma when they go 
beyond the fight for justice, equal rights and integration to lobbying for special privileges 
denied to people with other diseases and to other disability groups.49 When they do so, they 
unintentionally reinforce the stigma of leprosy as a separate disease in the mind of the 
public. Frist also commented that people should be helped because they are poor, 
handicapped, and/or old and have no other support base; not just because they once had a 
disease that has long since been cured.  
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Discussion 
The definition of the word ‘stigma’ has evolved over time. The definition originally focused 
on individual attributes that signify that an individual is different from ‘normal’ people. 
More recently, the definitions focus more on the societal context of stigma and the social 
process involved in the generation of stigma.24,29 
 The available evidence shows that stigma related to leprosy is caused by visible 
manifestations in people affected by leprosy, beliefs regarding causes of the disease and its 
treatment, fear of transmission, association of those affected with groups of people 
perceived as ‘inferior’, and public health measures that treated leprosy differently from 
other diseases.2-6,11,15,22,32-40,42-44,47-49 These causal factors may be common or different in 
different societies or cultural contexts.32,42,44  
 Negative manifestations such as noticeable skin lesions and impairments cause affected 
people to look different from others. According to Link and Phelan, it is the starting point of 
stigma: “people distinguish and label human differences”.24 It is also one of the three 
categories of attributes that are discrediting as defined by Goffman.23 This kind of stigma has 
not changed much over time as demonstrated by the case of a Polish immigrant who was 
diagnosed with leprosy in 1947, with visible signs of leprosy that evoked strong public 
reaction, and by the study of Rensen in 2011 that people affected by leprosy who had visible 
sign suffered participation restriction greater than those who had not.34,36 It is common in 
many cultures or societies, for instance in England, Indonesia, Nepal and India, that 
individuals who have external manifestations of leprosy are stigmatised.3,6,11,33-37 Leprosy is 
not the only disease that results in ‘negative’ manifestations. Such ‘negative’ manifestations 
also stigmatise people affected by other diseases, such as tuberculosis. Dodor recorded that 
the extreme weight loss seen amongst TB patients, coupled with a persistent cough, and 
sometimes coughing up blood makes people feel very uncomfortable around TB patients, 
heightening their fear of the disease.50 Some TB patients also agreed that the features of the 
disease make them feel ashamed.  
 There is evidence from different cultures that leprosy is regarded as a punishment. For 
instance, among Christians, Hindus and Buddhists, leprosy may be regarded a punishment 
for sin or misdeed.4,5,11,38,39 Some beliefs may gradually change, such as the belief that 
leprosy is God’s punishment for sin, as people begin to understand the biological cause of 
leprosy. Clearly, however, people may believe in several different causes operating at 
different levels. But it is a challenge to change the belief that leprosy is incurable as people 
recognise leprosy by its impairments that cannot be hidden, and the belief that leprosy is 
hereditary, because people know from experience that leprosy occurs in particular families 
or groups of people. The belief that leprosy is incurable and hereditary was found in 
Thailand and Nigeria by Predaswat and Alubo.2,11 It is interesting to know that in Nigeria 
even leprosy workers who are supposed to know leprosy better than others may hold the 
belief in hereditary. Also in the case of tuberculosis, another ancient disease, people in 
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many cultures believe that TB is God-given as a ‘punishment’ for ‘sins’.51 In some 
circumstances, stigmatisation arose from individuals' misperceptions of the aetiology of TB. 
Some people believed that smoking cigarettes, living in unhealthy lifestyle, drinking alcohol 
and the use of hard drugs such as cocaine, resulted in the development of TB.50,52 According 
to Link and Phelan, these beliefs are the second components of stigma, the belief 
characteristics that link labeled people to undesirable negative stereotypes.24 
 Fear of transmission was considered as one of the main causes of stigma in many 
countries such as Nigeria and Brazil.2,5 This is not the case for leprosy in Thailand, because 
leprosy was seen as hereditary, and a loathsome disease more than a contagious 
disease.11,42 For tuberculosis, however, Thailand was similar to other countries in that fear 
of transmission was one of the main causes of stigma.50-53 
 Leprosy has been linked with ‘inferior people’ for many years. According to Seng and 
Waxler, the people in Britain and the United States in the colonial era linked leprosy with 
Chinese migrants who were regarded as ‘inferior’.32,44 In Asian countries such as Thailand, 
Navon reported that in the past leprosy was linked with begging, which is considered a 
disgrace in Thai society. This kind of link is still apparent in that Thai people continue to use 
the term ‘leprosy’ to disgrace another person. It is interesting to note the argument of 
Waxler who found that begging does not cause stigma among Muslims in Nigeria.32 
Empirical evidence will be needed to confirm Waxler’s claim. In the authors’ experience, 
even though people may resort to begging, and even though it may fulfil a social role in 
society, they do not do so voluntarily or as a chosen profession. The linkage between people 
affected by leprosy and the image of a beggar, the most inferior status of people in societies 
such as Thailand, fits well with the third component of stigma mentioned by Link and 
Phelan, namely, “labeled persons are placed in distinct categories so as to accomplish some 
degree of separation of us from them”.24 Government attempts to confine the transmission 
of leprosy by isolating people affected into leprosy colonies is likely to have helped to 
complete this separation of ‘us’ from ‘them’. The linkage between tuberculosis patients and 
HIV/AIDS and between tuberculosis and poverty are also causes of stigma in tuberculosis, 
since HIV/AIDS and poverty have already been stigmatised by society.53,54 
 Information, Education and Communication (IEC) is the common intervention 
conducted by most countries to address stigma. However, IEC may result in more 
stigmatisation, if done carelessly.11 Posting pictures of impairments related to leprosy to 
encourage people to get early treatment, and mentioning the transmission of the disease, 
without mentioning the small chance of being infected and effective drug treatment, may 
provoke a negative image of leprosy and a fear of transmission among the target 
population. Leprosy is not the only disease in which stigma may be increased by IEC 
interventions. IEC interventions in tuberculosis sometimes yield similar unintentional 
results.50 Inaccurate health education messages by health professionals were mentioned by 
the community participants of Dodor’s study in Ghana as the basis of their attitudes and 
behaviours towards TB patients.50 The message commonly used reminds people to avoid 
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sharing household items with TB patients. This makes people think that the patient should 
be isolated and his plates separated from those used by the rest of the household.50 
 The causes and determinants of stigma in leprosy fit well with the conceptualisations 
proposed by renowned stigma researchers such as Goffman, and Link and Phelan.23,24 They 
are similar to those of tuberculosis and may also be similar to those of other health 
conditions. This review may be used to guide the design of de-stigmatising interventions. A 
thorough knowledge of the cause(s) and determinants of stigma in a given context can 
provide important starting points for knowledge-based and interactive interventions such as 
education and contact between affected people and community groups. The causes and 
determinants may differ in different societies and cultural contexts. Research to help 
understand this context is therefore a necessity. Interventions should be tailor-made as 
much as possible and should take cultural differences into account. 
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Summary  
Background: Stigma related to leprosy plays an important role in the lives of people 
affected and their families. Information is needed for health professionals who wish to 
address stigma.  
Purpose: This literature review was conducted to collect information regarding 
manifestations, effects and dynamics of leprosy-related stigma.  
Method: Electronic searches were undertaken using PubMed (Medline), CINAHL and 
PsycInfo databases. The internet was searched using Google Scholar for papers not 
published in these databases. The main inclusion criteria were papers related to stigma and 
leprosy written in Thai or English.  
Results: In the initial search, 61 papers were identified. Subsequently, 4 were removed 
because of duplication, 9 were removed during the stage of abstract screening. After 
reading 48 full papers, 2 were excluded because they were found to be duplicates. Finally, 
46 were included in this review. The main manifestations of stigma in these studies were 
that people affected by leprosy tried to conceal their disease and practised self-isolation. 
Communities express their negative attitudes towards people affected by leprosy by 
avoiding them, by forcing them to go to a leprosy colony, and by refusing to share public 
transport with them. These manifestations had a negative impact on the people affected 
and their families in terms of physical, psychological and socio-economic aspects. However; 
stigma manifestations and effects may differ depending on a person’s external appearance, 
status, gender and social distance to those stigmatising. 
Conclusion: Leprosy-related stigma appears to be common in Thailand and other leprosy-
endemic countries. Its manifestations have a negative impact on the affected persons and 
their families. De-stigmatising interventions should be initiated to prevent the occurrence of 
stigma and to ameliorate its manifestations in order to decrease negative effect on the 
wellbeing of those affected. 
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Introduction 
Stigma is a Greek word that originally referred to a kind of tattoo that was cut or burned 
into the skin of criminals, slaves and traitors to visibly identify them as blemished or morally 
polluted persons.a These individuals were avoided, particularly in public places. The word 
was later applied to other personal attributes that are considered shameful or discrediting.a 
In relation to health, stigma was defined by Erving Goffman as an attribute that signifies that 
an individual is different from ‘normal’ people and, further, that the person is ‘of a less 
desirable kind—in the extreme, a person who is bad, or dangerous or weak.’(1)  
 To increase the understanding of his definition, Goffman proposed three categories of 
attributes that are discrediting. They are ‘abominations of the body’ or stigma of physical 
disfigurement; ‘aberrations of individual character’ and/or personality, such as mental 
disorder, imprisonment, unemployment; and the ‘tribal stigma’ of race, nation or religion. 
 While Goffman’s definition focuses on individual attributes, more recent definitions, 
such as those of Link & Phelan, Parker & Aggleton, Castro, and Weiss & Ramakrishna, focus 
more on the societal context.(2-5) Weiss & Ramakrishna define stigma as “a social process or 
related personal experience characterised by exclusion, rejection, blame, or devaluation 
that results from experience or reasonable anticipation of an adverse social judgment about 
a person or group identified with a particular problem”.(5) Link and Phelan consider stigma to 
be a dynamic process that is linked to competition for power and tied into existing social 
mechanism of ‘exclusion and dominance’.(2)  
 Leprosy is a chronic disease. Its existence can be traced back thousands of years to an 
Egyptian Papyrus document written around 1550 B.C.(6) Indian writings describe a disease 
that resembles leprosy around 600 B.C.(6) It is believed that leprosy was brought to Europe 
by the army of Alexander the Great on its return from India.(6) At that time, the biological 
cause of the disease was unknown and there were no available treatments. Leprosy patients 
developed severe skin conditions and disabilities that terrified people. It was believed that 
leprosy was caused by a curse or caused by sin.(7-10) Such beliefs are still widespread.(6) Its 
prominent social impact, the consequence of stigma, plays an important role in lives of 
persons affected and their families. bc 
 To provide information needed for health personnel and other professionals who wish 
to know more or to develop interventions to address stigma related to leprosy, this 
systematic review aims to make an inventory of what is currently known about stigma 
manifestations, effects and dynamics with a focus on leprosy-endemic countries. 
                                                          
a Rebecca JF. Stigma health article: Definition [Internet]. 2010 [cited 2010 June 9] ; available 
from: URL: http://www.healthline.com/galecontent/stigma?utm_term= stigma&utm 
_medium=mw&utm_campaign=article 
b Poorman EA. ‘The hope of redemption’ Science, coercion, and the leper colonies of Brazil. 
Massachusetts: Harvard University; 2006. 
c Charoon P. Leprosy profile. Bangkok: Leprosy Division; 1995. 
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Methods 
Electronic searches were undertaken using Pub Med (Medline), CINAHL and PsycInfo 
databases with search syntax ‘leprosy AND stigma AND (results OR dynamics OR 
manifestations OR effects)’. The internet was searched using Google Scholar for papers not 
published in the above mentioned databases. Draft reports and instruments were retrieved 
from collaborating partners of the International Consortium for Research and Action against 
health-related Stigma (ICRAAS). Manual searching was also done for unpublished literature, 
newspaper articles, theses, conference proceedings and reports. Studies included were 
those written in Thai or English; related to stigma or leprosy; and using qualitative, 
quantitative, or mixed methods.  
Results 
Figure 1 shows the process and numbers of publications identified, screened and eventually 
included in the review. After reading 61 papers, 4 duplicates were removed, 9 were 
removed on abstract, and 2 excluded after reading the full paper because they were found 
to be duplicates. Only 46 were included in this review. Those included were papers written 
between 1963 and 2010. The findings are presented in narrative form under three thematic 
headings. ‘Manifestations’ are presented first, followed by ‘effects’ and ‘dynamics’. 
MANIFESTATIONS  
In ancient times, stigma against people suffering from leprosy manifested itself in various 
forms, ranging from compulsory identification of leprosy patients with special clothing or by 
ringing bells when approaching others; restriction to begging as the only means of 
subsistence; and measures of forced segregation.(11)  
 
 
 
 
 
 
 
Figure 1 Flow diagram of identified papers through database searching 
* hand searching and searching using Google Scholar  
Papers identified through database searching (n= 20) 
Papers after duplications removed (n=57) 
Papers screened (n=48) 
Papers excluded on abstract (n=9) 
 
Papers excluded on full paper (n=2) 
Papers included in qualitative synthesis (n=46) 
Papers identified through other methods* (n= 41) 
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 Segregation has been practised since the 13th century when leprosy occurrence reached 
pandemic proportions during the Crusades.(12;13) At that time, leprosaria were built all over 
Europe. One example is a leprosarium in Croatia, dating from 1272.(13) Segregation became 
even more common in the 19th century with the establishment of isolated leprosy colonies, 
such as the one established in the 1860s in Kaluapapa, an isolated section of the island 
Molokai in Hawaii, USA.(11) Such segregation measures were also introduced to colonised 
countries worldwide because of the colonial authorities’ concerns about the spread of the 
disease.. Although never colonised, Thailand also adopted voluntary segregation as part of 
the Thai leprosy control programme launched in 1908, ostensibly because there was no 
effective treatment for leprosy at that time.c  
 After the discovery of dapsone, in the 1940s, there was a gradual shift to outpatient 
care.c (6) In 1982, the World Health Organisation declared that leprosy was curable.(14) Japan 
was the last country to abolish compulsory segregation and related legislation in 1996, and 
there was a general recognition that this legislation violated human rights.(15) Although 
compulsory institutional segregation is now a thing of the past, discrimination is still 
common.(12;16)  
 Studies from Indonesia reported that leprosy was such a feared disease that patients 
initially tried to avoid mentioning its name because of its association with deformity and 
stigmatisation in the community.(17) Patients tried to conceal their disease and were 
successful in doing so as long as they had no visible signs or impairments. Some patients 
would travel long distances to obtain treatment in a place where they were not known.(7) 
When the community came to know about the patients’ condition, the patients  themselves 
also practised self-stigma by voluntarily withdrawing from certain social contacts.(17)  In 
Nepal, when infections become know to others, some affected people would withdraw from 
social life by going to the fields in the early morning, by working outside the village, or by 
staying near the house.(18) This withdrawal from social activities is sometimes also practised 
by spouses of affected persons for fear of embarrassing questions.(7) From her study in 
Thailand in 1994, Predaswat reported that some patients who felt rejected by their families 
and community left their homes voluntarily for treatment in hospitals or colonies.d  
 Some patients were treated at home but shunned contact with the community. In a 
case study in Thailand conducted in 2008, Nontanum revealed a story of a woman with 
leprosy-related disability who had hidden herself at home since 1948 before being reported 
to the health unit by her niece who sought a solution for her chronic severe ulcer.e She 
explained that her voluntary isolation was because she had had skin lesions on her face 
during the first phase of the disease. At this time, community members gossiped and talked 
                                                          
d Predaswat P. Khi Thut, ‘The disease of social loathing.’ An anthropology of the stigma in 
rural Northeast Thailand’ [PhD thesis]. University of California; 1992.  
e Nontanum B. Social-Psyco problem of self-isolating leprosy patients. Nakhon Sawan, 
Thailand: Regional Office of Disease Prevention and Control 8; 2008.  
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about her behind her back, looked at her with a detesting look in their eyes, and kept their 
distance. She could not bear these kinds of reactions. Self-stigma is being practised by many 
people with leprosy-related disability in Thailand.f,g 
 A community Knowledge, Attitude and Practice (KAP) study, conducted by the Leprosy 
Mission Sudan in 2002, revealed that 63% of those interviewed were of the opinion that 
people affected by leprosy should not live in the community; 94% would not share food with 
them and 91% would not shake their hands.(19) This rejection and exclusion forced leprosy-
affected persons to group together in settlements and re-build leprosy villages. A study in 
Indonesia found that informants believed that leprosy affected people, particularly women, 
would remain indoors and avoid mixing with others for reasons of shame.(17) If they failed to 
isolate themselves, the community would avoid them due to fear of infection. Community 
members who had no explicit relationship with a person suspected of leprosy may be 
especially quick to avoid them. The community sometimes exerted pressure on patients to 
leave and this was done without exception, even in the case of children.(17) In the same 
study, the community’s avoidance was also shown by a decrease of non-leprosy patients on 
leprosy clinic day. In Thailand, communities also openly discriminate against people with 
leprosy. In an interview with a journalist, a woman with a disability related to leprosy who 
had lived in a leprosy colony since her youth told about the stigma that she had had to bear 
when people learnt that she had leprosy.(16) For example, the driver did not let her on public 
transport simply because she had leprosy.(16) She was treated as a detestable person and 
was sent to the leprosy colony by her relatives. Indeed, many of the people at the leprosy 
colony had been sent by their relatives. Unwillingness to share public transport was also 
found by Poopook in Thailand in 2000 who found that community members would not 
share the bus with people with leprosy, would not talk to them and kept their distance.(12) 
Even in 2010, a man with leprosy-related disability living in local community in the South of 
Thailand was refused transport on a public bus.h At present, as the leprosy colonies have 
reached their full capacity, some people with leprosy-related disability are segregated to live 
in small shelters in their family compounds.i 
                                                          
 f Aumrung C. talked about Self-isolating Male Leprosy Patient in Tumbon Pothong, Amphur 
Tasala, Changwut Nakhon Si Thammarat at the workshop organised by Regional Office of 
Disease Prevention and Control 11 Nakhon Sri Thammarat on 23 June 2010. 
 g Poosem W. talked about Pai: male leprosy patient in Tumbon Ta Num Man, Amphur Ta Pla, 
Changwut Uttaradit at the workshop organised by Regional Office of Disease Prevention and 
Control 9 Phitsanulok on 24 May 2010. 
h Srinuan U . Talked about the life of male leprosy affected person living in Chaiya district at 
the workshop organised by Regional Office of Disease Prevention and Control 11 Nakhon Sri 
Thammarat on 23 June 2010.  
i Ariyothai N. Presented the result of need assessment done in Chaiyaphum province in a 
small group meeting at Raj Pracha Samasai Institute in January 2011. 
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EFFECTS OF STIGMA 
Stigma has an effect on the lives of persons affected by leprosy in both socio-economic and 
physical aspects. People affected may face social rejection, lose social status and gradually 
become isolated from society, family and friends.(17;19-21) 
Mental health 
Given the cultural pattern of stigma, including social ostracism, many persons affected by 
leprosy have mental problems.(22;23)  Stress and anxiety can occur in the early stages of 
leprosy, preceding impairments and disabilities.(24) A study conducted in Bombay recorded 
one woman telling the research team that ‘My disease is like a well. No one would like to 
jump into it by choice….if people were to know, they might not talk to me anymore. I would 
have to leave if they treated me like that. I could not take it’.(24) A study from Bangladesh 
showed that people affected by leprosy experience significantly more depression than the 
control group.(25) The stress can even result in suicide as revealed by a study in South Africa 
which reported that one third of patients contemplated suicide after learning their diagnosis 
of leprosy.(26) 
Economic status 
In terms of economic status, stigma may lead to loss of employment.(16;20-23)d A study in India 
found that 16-44% of those with leprosy reported a fall in their income because of the 
disease.(23) In Thailand, people who are diagnosed as having leprosy and who are not yet 
treated are not allowed to apply for government jobs.j In some cases, this could eventually 
lead to poverty and beggary.(21;27)  
Marriage and Education  
Marriage is inevitably affected by stigma. Stigma related to leprosy often results in 
divorce.(10;21;23) For people who are already married, being diagnosed as having leprosy 
could affect the stability of their marriage. Some people have been abandoned or divorced 
by their spouses.(21;23) The study in Indonesia found that even educated health workers, who 
should know about the curability of the disease, were worried that their daughter who had 
leprosy would not be able to marry, as no man would want her.(17) A study in Nepal found 
that one-third of leprosy patients were abandoned by their spouses.(8;23) Moreover, young 
men and women might find that stigma could restrict their education because schools 
would be unwilling to admit them or place limitations on what they can do. A study in 
Indonesia mentioned a young male high school student who had contracted MB leprosy.(17) 
He had had to leave school when his teacher discovered that he had leprosy. A case study in 
                                                          
j Sukhothai Thammathirat open University. Call for lecturer application [Internet]. [cited 
2010 Jun 17]. Available from: 
http://govjobsiamcom/?name=job&file=Government_job_Detail &max4649  
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Thailand reported that a female patient left school because her schoolmates teased her 
about the lesions on her face.e 
Timely and regularly treatment 
Stigma also affects the physical aspects of the disease. It may affect the affected person’s 
process of care seeking and treatment. (28;29) The shame associated with the disease can 
prevent people from seeking treatment until significant disability has occurred. This, in turn, 
reinforces the stigma of leprosy.(8;23) This phenomenon develops into a vicious cycle. While 
delayed treatment results in a high proportion of visible impairments, the fear and 
stigmatisation that they evoke in turn leads others to delay in seeking treatment.(17;28) 
However, studies in Indonesia, Brazil and Nigeria argued that fear of stigma may either 
impede or facilitate early case detection, depending on the reputation of the health 
services.(7;17;30) If people are aware of the availability of effective treatment, they may rush 
to obtain it when they notice suspicious signs in order to avoid stigmatising deterioration. 
But if they are unaware of the existence of treatment or have no faith in it, they may prefer 
to hide as long as possible.(7;17;30)  
 For people who have sought treatment and know that they have leprosy, stigma may 
affect their treatment regularity.(31) One study conducted at programme and patient level in 
Nepal, reported that persons affected by leprosy try to hide their disease from fear of 
negative community behaviour.(29) In this way, not going to the clinic is one of the defence 
mechanisms used by patients to conceal their disease and thus to maintain their social 
integrity.(29) Predaswat reported that a female leprosy patient in Thailand stopped 
treatment because she was afraid of being ostracised if she continued to travel to the health 
centre to receive the leprosy medicines.d Some nurse aids shunned leprosy patients and 
refused to treat their ulcers. This would not only result in treatment non-compliance but 
also result in delay in seeking care of suspected cases.  
DYNAMICS OF STIGMA 
Manifestations of stigma may change depending on visible signs, the social status of people 
who have leprosy, gender, and the social distance between the affected person and those 
who stigmatise.d Visible signs or symptoms that are particularly persistent or severe may 
trigger the negative actions of other community members.d (18) The severity of the reaction 
depends on the status of those affected. For example, some people with higher status were 
no longer visited by others while those with lower status who have the same condition 
faced more severe discrimination. Some were even threatened with expulsion from their 
communities or had been expelled.(18) A study in Thailand reported that although the 
community had a negative perception of rich patients with impairments, discriminating 
behaviour was rarely manifested towards them, in contrast to the discriminating behaviour 
directed toward poor patients.d However, some people who had been rejected by their 
family or community because of their visible signs could resume their family and social 
relationships as usual after the signs subsided.(17;30) When people try to keep their disease 
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secret as much as possible to prevent stigmatisation, people with high status in the 
community may be most successful in doing so and in continuing their normal life, as no one 
can easily put them to shame by suggesting they have leprosy.(17;30) Even if the people of 
high status have visible signs, their high status still protects them against stigmatising 
behaviour. A study in Sierra Leone recorded that one influential and respected leader had 
obvious signs of leprosy but, despite this, his position in the community seemed secure.(22)  
 With regard to gender, women appear to be more vulnerable to stigma than men.(30) 
However, this is also dependent on the status of women in particular society.(17) A study in 
Brazil considered that women were more likely to suffer stigmatisation than men and that 
this was culturally determined.(30) Women affected by leprosy would be considered ‘scum’, 
or like a prostitute, and her appearance might be damaged which, the study argued, is more 
important to women than to men.(17;30) Women were also thought to have less access to 
power and resources than men. If a woman’s relationship with her husband was weak 
before the disease appeared, he might make leprosy an excuse for divorce. In addition, 
husbands of patients could easily find another partner.(17;30) In contrast, a study in Indonesia 
reported that there was no clear gender difference in stigma experienced. This seemed 
related to the relatively high position of women in this matrilineal society. 
 The social distance between an affected persons and the one who stigmatises is 
another factor determining the level of stigmatisation. A study in Nigeria recorded that 
respondents had never heard of parents rejecting a child with leprosy. The tie from child to 
parent was almost equally strong as parent to child. Brothers and sisters were generally also 
supportive in cases of leprosy infection but  spouses were regarded to be less reliable in 
their support.(7) 
Discussion & Conclusion 
In ancient times, stigma manifested in the forms of compulsory identification of those 
affected by leprosy, restricting them to begging as their only means of subsistence, and 
forcing them to live in leprosy colonies away from families.(11;13) Forced segregation 
measures have been abandoned because effective drug treatment was discovered.(14) 
However,  many people affected by leprosy still segregate themselves from the 
community.(17;18)d 
 At an early stage of their disease, some people affected hesitated to mention the local 
stigmatised name, and tried to conceal their disease. When they could no longer conceal 
their disease, some practised self-segregation by withdrawing from social activities. One of 
the most touching cases is that of a woman in Thailand who had hidden herself for 60 years 
since her young age and was just discovered in 2008, 23 years after the introduction of MDT 
in Thailand in 1985.c The stigmatising behaviours of the community may motivate people 
affected by leprosy to practise self-segregation. People have negative attitudes towards 
people affected by leprosy, forcing them to leave the community, and not letting them 
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share public transport. These stigma manifestations have undesirable effects on people 
affected by leprosy. 
 Many persons affected by leprosy  experience depression, and suicide ideation is 
common.(26) Depression related to stigma also affects other diseases such as HIV-AIDS. 
Vyavaharkar reported significant association between stigma and depression in HIV-infected 
African American women.(32) Many people affected by leprosy suffered loss of employment 
that eventually led to poverty and begging.(21;23;27) People who had leprosy at a young age 
lost their opportunities in marriage and education.(17)e Those who were already married 
often faced marriage instability.(21;23) Regarding the physical aspects of the disease, 
stigmatisation may impede early diagnosis, leading to preventable disabilities.(8;23;28;29) It 
also may affect treatment regularity of people diagnosed because people are afraid to be 
seen going to a clinic for treatment.(31) These impacts of leprosy-related stigma are also 
similar to those of stigma related to other heath conditions. In Nairobi, Nginya reported that 
children living with HIV/AIDS were forced out of their village and out of school.(33) Liefooghe 
and colleagues found that social stigmatisation caused social and economic problems for 
tuberculosis patients in India.(34) It diminished marriage prospects of young tuberculosis 
patients and their family members. Tuberculosis in one of the partners also frequently led to 
divorce. Due to fear of stigma, tuberculosis patients often deny the diagnosis and reject the 
treatment.(34) The manifestations and effects of stigma illustrated above support Link & 
Phelan who further expanded the nexus between an attribute and a stereotype identified by 
Goffman with a wider set of meanings for the term ‘stigma’.(2) They defined stigma as 
follows: 
“…stigma exists when the following interrelated components converge. In the first 
component, people distinguish and label human differences. In the second, dominant 
cultural beliefs link labelled persons to undesirable characteristics to negative stereotypes. 
In the third, labelled persons are placed in distinct categories so as to accomplish some 
degree of separation of ‘us’ from ‘them’. In the fourth, labelled persons experience status 
loss and discrimination that lead to unequal outcomes.” 
 The manifestation and effects of leprosy-related stigma are compatible with Link & 
Phelan’s conceptualisation of stigma. People affected by leprosy were made to differentiate 
themselves, for instance with special clothing or by ringing bells when approaching others. 
They have been placed in distinct categories and experienced status loss by being restricted 
to begging as a means of subsistence and by being segregated from the community. As a 
result, they were no longer equal to other people in terms of socio-economic status, 
marriage and education, and this also hinders timely and regular treatment. 
 The mentioned stigma manifestations and effects may change over time and may differ 
from one person to the next, depending on their external appearance, status of the person 
concerned, gender and social distance to those stigmatising. For example, discriminating 
behaviour toward rich patients with impairments was rare, while poor patients were 
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discriminated against much more often.d (18;22) Women were generally more stigmatised 
against than men.(30) Parents and children or sisters and brother were more supportive 
towards each other if one of them developed leprosy than non-family members.(8) Similar 
dynamics were also found in stigma related to other diseases such as tuberculosis. In her 
study in Thailand, Soonthorndhana found that female tuberculosis patients experienced 
more stigma than their male counterparts, while mothers and children supported a 
tuberculosis patient in their family.(35) Baral’s study in Nepal reported that women were 
more discriminated against than men, while little evidence of stigma and discrimination was 
found among family and friends. In addition, Baral identified poverty and being of low caste 
as the causes of discrimination against people with tuberculosis.(36) 
 These findings support Link and Phelan who referred to stigma as “a dynamic process 
that is linked to competition for power and tied into existing social mechanism of exclusion 
and dominance”.(2) 
 Stigma related to leprosy manifests in different forms leading to a negative impact on 
the people affected, particularly those who have lower social status. Stigma effects in terms 
of physical, psychological and socio-economic aspects in turn may lead to disability, which 
may again increase stigma. To interrupt this vicious cycle and to ameliorate stigma-related 
manifestations for the wellbeing of people affected, de-stigmatising interventions should be 
made a priority of leprosy control services. 
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Summary 
Background: Interventions to reduce leprosy-related stigma reduce the manifestations of 
stigma that cause so much suffering to individuals and their families. 
Purpose: This systematic review aims to identify interventions that have been used to 
reduce such stigma and to summarise what is known about their efficacy. 
Method: Electronic searches were undertaken using PubMed (Medline), CINAHL and 
PsycInfo databases. The internet was searched using Google Scholar for papers not 
published in these databases. All relevant papers written in Thai or English were included. 
Results: After reading 55 papers, three duplications and parallel literatures were removed, 
18 were removed on abstract screening and nine after reading the full papers; eventually, 
25 were included in this review. Interventions with some evidence of effectiveness in terms 
of stigma reduction comprise the integration of leprosy programmes into general health 
care; Information Education and Communication (IEC) programmes; and socio-economic 
rehabilitation. 
Conclusion: More evaluations are needed of the effect of the integration of leprosy 
programmes into general health services. The design and implementation of IEC 
interventions need to be preceded by careful study of the target area and population and 
should be undertaken in combination with other activities. 
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Introduction 
Society has stigmatised people affected leprosy since ancient times.(1) It manifested in 
various forms, ranging from compulsory identification of leprosy patients with special 
clothing or by ringing bells when approaching others; restriction to begging as the only 
means of subsistence; and measures of forced segregation.(1) More formal segregation has 
been practised since the 13th century when leprosy occurrence reached pandemic 
proportions during the Crusades.(2)  Also the treatment and care of leprosy patients usually 
occurred in separate institutions. After the discovery of dapsone in the 1940s, there was a 
gradual shift to outpatient care.(3) In 1982, the World Health Organisation declared that 
leprosy was curable.(4) Although compulsory institutional segregation is now a thing of the 
past and leprosy is curable, stigma is still widespread across the world.(5-10) 
 When diagnosed with leprosy, patients often try to conceal the disease, for example by 
seeking treatment from a health centre at some distance from their home.(8) To avoid 
negative behaviour from their community, leprosy patients and, on occasion, their spouses 
may withdraw from communication with other members of their community.(7;8;10) In 
addition to self-isolation practised by leprosy patients, community members also express 
their negative attitudes by avoiding them, forcing them to leave, gossiping about them, and 
refusing to share public transport with them.kl(6) Such behaviours have a negative impact on 
the physical, psychological and socio-economic status of people affected by leprosy. 
Psychologically, they may suffer mental stress and anxiety leading to depression and even, 
in some cases, suicide.(9;11) In many cases, their economic situation may decline, their marital 
partner may reject them, and opportunities for further education may be reduced. 
 To prevent stigma and to reduce the manifestations that cause so much suffering to 
individuals and their families, effective interventions are needed. This systematic review 
aims to identify interventions that have been used to reduce such stigma and to assess their 
efficacy. The results of this review will be useful for health personnel and other 
professionals who wish to develop interventions to address leprosy-related stigma. 
Methods 
Electronic searches were undertaken using PubMed (Medline), Cumulative Index to Nursing 
and Allied Health (CINAHL) and PsycInfo databases with the search term ‘leprosy AND 
(stigma or discrimination) AND (intervention or IEC or CBR or counselling)’. The internet was 
searched using Google Scholar for papers not published in the mentioned databases. Draft 
reports and instruments were retrieved from collaborating partners of the International 
Consortium for Research and Action against health-related Stigma (ICRAAS). Hand searching 
                                                          
k Nontanum B. Social-psyco problem of self-isolating leprosy patients. Nakhon Sawan, 
Thailand: Regional Office of Disease Prevention and Control 8; 2008. 
l Predaswat P. KhiThut, ‘The disease of social loathing.’ An anthropology of the stigma in 
rural Northeast Thailand [PhD thesis]. University of California; 1992.  
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was also done for unpublished literature, relevant newspaper articles, theses, conference 
proceedings and reports. Studies included were those written in Thai or English, using 
qualitative, quantitative, or mixed methods. All publication years were included.  
Results 
Figure 1 shows the process and numbers of publications identified, screened and eventually 
included in the review. After reading 55 papers, three duplicates and parallel literatures 
were removed, 18 were removed on abstract screening and nine after reading the full 
papers; eventually, 25 were included in this review. The papers included were written 
between 1989 and 2010. The findings are presented in narrative form. Interventions 
implemented to reduce leprosy stigma are presented in five categories: integration of 
leprosy services in general health care; Information, Education and Communication (IEC) 
programmes; socio-economic rehabilitation (SER); changing the name of the disease; and 
counselling. The geographical coverage of the studies includes countries from Africa, Asia 
and Latin America in which leprosy is endemic. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 1. Flow diagram of identified papers by database searching 
* Hand searching and searching using Google Scholar 
CATEGORIES OF INTERVENTIONS TO REDUCE STIGMA 
INTEGRATED SERVICES 
In many countries, leprosy services have been integrated into general health services, 
aiming to provide care for leprosy patients near to their homes and to reduce the feeling of 
difference between leprosy patients and those with other diseases.m A study conducted in 
Maharashtra, India, compared stigma levels between areas with integrated and vertical care 
approaches to leprosy control.(12) It established there was less self-stigmatisation among 
                                                          
m Charoon P. Leprosy profile. Bangkok: Leprosy Division; 1995. 
Literature identified through database searching (n= 25) 
Literature identified through other methods* (n= 30) 
 
Literature after removing duplicates (n=52) 
Literature screened (n=34) 
Literature excluded on full paper (n=9) 
Literature excluded on abstract (n=18) 
 
Literature included in qualitative synthesis (n=25) 
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leprosy patients and less social stigma in communities where leprosy was integrated into 
general health services. Moreover; leprosy patients and their families were involved in 
decision making in areas with an integrated approach, while in areas with a vertical-
approach they were not consulted.  
 Following trends in the international community, leprosy services in Thailand have 
gradually been integrated into the general health care system since 1973. This process was 
completed in 1998.n However; the monitoring and evaluation report of the National Leprosy 
Elimination Plan (1994-1996) did not mention whether leprosy-related stigma had 
decreased, despite the fact that enabling people affected by leprosy to live with dignity in 
the ‘normal community’ was the major objective of the Plan.o 
INFORMATION, EDUCATION AND COMMUNICATION (IEC) 
IEC is an approach used to raise the general population’s awareness of leprosy, aiming to 
reduce stigma, and to encourage people who suspect that they may have contracted 
leprosy to report early to a health unit before developing disability. The social marketing 
campaign undertaken in Sri Lanka is an example of a successful IEC intervention.(13) It was 
launched in 1990, encouraging people with suspicious skin lesions to seek diagnosis and also 
aiming to change the negative attitudes of the general population towards leprosy. Health 
providers were trained to diagnose leprosy and to refer persons with suspicious lesions to 
leprosy staff. The costs of seeking care, such as bus fares and lost wages, were reduced by 
improving the network of clinics. In addition; public health messages were conveyed using 
different media, informing people that leprosy is a ‘normal’ disease that can be cured and 
does not necessarily lead to disability if treatment is sought early. Before creating the 
content of messages, the campaign undertook community-based surveys on knowledge, 
attitudes and practices related to leprosy, as well as focus groups to explore public 
perceptions of leprosy. These rounds of consultation established that leprosy was perceived 
to be an extremely infectious, incurable and dreaded disease that caused fingers to fall off. 
This information was used to develop targeted IEC materials. After less than a year, newly 
detected cases increased by 150% with a dramatic increase in self-reporting. Approximately 
every second person sought treatment on their own initiative, compared to less than one in 
ten in the past.  
 This kind of approach was also adopted to promote early treatment and reduce stigma 
in Uttar Pradesh, Madhya Pradesh, Orissa, Bihar and West Bengal, India. In 1999, a 16-
month intervention was launched using television, radio, live drama shows, video, screening 
vans and public events for information dissemination.(14) As a result of this intervention, the 
proportion of people who said they would not sit next to a leprosy patient fell from 44% to 
                                                          
n Raj Pracha Samasai Institute. Leprosy in Thailand. 2006 May 15; word file. 2006. 
o Leprosy Division. Annual report. Bangkok: Thamasart University; 1999.  
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27%, as did the proportion who would not eat food prepared by a leprosy patient (from 68% 
to 50%).(14) In addition, the proportion who believed that leprosy was caused by bad deeds 
in a previous life fell from 37% to 12%. A study conducted in Bangladesh compared a group 
who had received health education about leprosy with a group who had not.(14) Seventy-
eight percent of the latter would not buy goods from a shopkeeper known to have leprosy, 
compared with 25% of the group who had received health education.(1)  
 Despite these positive cases, IEC activities do not always change attitude to leprosy in 
the desired direction. For example, some children became less tolerant of leprosy after a 
health education session about leprosy at school in South India.(14) Other studies have 
shown that improved knowledge of the ability to cure the diseases did not change negative 
attitude towards leprosy patients.(15) It has been suggested that fear of leprosy makes it 
difficult to educate the public about the disease.(14) Some community leaders suggest that 
changing attitude is a huge task because leprosy remains a taboo subject.(14) For this reason, 
it is seen as a disease of society, not of people.(14)  
 The Thai Leprosy Control Programme (TLCP) carried out four IEC campaigns between 
1996 and 2007 as a major part of the Leprosy Elimination Campaigns conducted to observe 
various special occasions of the present King, His Majesty King Bhumibol Adulyadej, who 
kindly supported the TLCP since the beginning. It was expected that the messages regarding 
leprosy cure and free treatment would end the public’s fear of leprosy and promote early 
case detection.(16) Dissemination of knowledge was conducted at national, regional and 
provincial levels through leaflets, television, posters, radio, local performances, and village 
radio announcements. Moreover, monetary incentives were given to new cases and to 
those who suggested to persons suspected of having leprosy to go for examination and 
diagnosis. After the first three campaigns, the number of newly detected cases had 
increased by 20%, while the number of newly detected cases in subsequent campaigns 
decreased. There is no record whether the stigma attached to leprosy had changed as a 
result of the campaigns.p 
SOCIO-ECONOMIC REHABILITATION 
To empower self-reliance, social-economic rehabilitation (SER) has been launched in many 
leprosy programmes. In Southern Nepal, Cross & Choudhary launched the Stigma 
Elimination Project (STEP) in 2002.(17) The project started by appointing 10 people affected 
by leprosy to act as facilitators to develop self-care groups in their villages. These people 
had attended self-care training, a core feature of the programme run by the Nepal Leprosy 
Trust (NLT). After the training, the facilitators were assigned to encourage people affected 
by leprosy in their village to establish self-care groups with the primary objective of 
controlling impairment. After one year, the groups took on the form of self-help groups for 
                                                          
p Raj PrachaSamasai Institute. Evaluation of 2005 Leprosy Elimination Campaigns. 
Nonthaburi 2009 
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credit and micro enterprise development and had expanded their membership to include 
other marginalised people. The groups contributed to the development of their 
communities. The effectiveness of the programme was confirmed by measuring the level of 
social participation reported by the members of the group. The STEP participants had 
significantly higher levels of participation compared with controls that had not been part of 
the intervention and their levels of social participation were higher than would be expected 
even for the general population. In addition, leprosy-affected people without visible signs or 
ulceration (whether in STEP group or not) did not appear to suffer participation restriction. 
 In 2006, Ebenso et al. studied the impact of SER on leprosy stigma in five northern 
states of Nigeria.(18) A set of quantitative questionnaires and semi-structured interviews 
were conducted with 20 randomly selected SER participants. Five Focus Group Discussions 
and 10 key informant interviews were also conducted to complement individual interviews. 
SER was found to improve self-esteem, financial independence, acquisition of new skills, and 
access to public institutions. SER also influenced the process of social integration, resulting 
in a positive attitudinal change towards SER participants. 
 In Thailand, during the period July 1998 to June 2000, a study was launched to develop 
an appropriate model for community-based rehabilitation (CBR) and improve the quality of 
life of people affected by leprosy.(6) The research was undertaken in two phases. In the first 
phase, a research team spent three months in the community using anthropological tools to 
collect relevant information. People affected by leprosy were found to encounter different 
levels of stigmatisation according to their relationships with relatives and friends, disability 
status, and social-economic status. In the second phase, the team encouraged local people 
to establish CBR through participatory identification and analysis of the problems of people 
affected by leprosy and of other people with other disabilities. They participated in planning 
and in implementing rehabilitation activities.(6) These activities included: a disability survey, 
taking people with disabilities to hospital, registering people with disability in order to be 
eligible for government assistance, raising funds, organising stores where people with 
disability worked as shopkeepers, and establishing disability development centres. However, 
the effect of the intervention on stigma reduction was not assessed.(6)  
CHANGING THE NAME OF THE DISEASE 
As the term ‘leprosy’ may lead to discrimination, there were attempts to change the name 
to Hansen’s disease after the Norwegian medical scientist who discovered Mycobacterium 
leprae.(3) Zen-Ryo-Kyo, the National Hansen’s Disease Sanatoria Residents’ Association of 
Japan, began to promote the new term in 1952.(19) The term was gradually accepted and 
Japan’s mass media started using ‘Hansen’s disease’ in the mid-1960s. By the end of the 
1970s, the word ‘leprosy’ had been mostly abandoned in Japan.(19) In Brazil, the word ‘lepra’ 
which means ‘dog mange’, is discouraged by law.(15) However, people are often aware that 
leprosy and Hansen’s disease are the same disease.(14) In Thailand, an attempt to change the 
name ‘leprosy’ to be ‘Numbness skin disease’ was initiated at a meeting of leprosy workers 
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at national and regional levels in 2003.q The new name was used by some regional leprosy 
programme in IEC campaigns. The ‘Leprosy clinic’ of the National Leprosy Organisation 
changed its name to ‘Numbness skin disease clinic’. There is no evidence to show to what 
extent the new name has changed attitude towards leprosy.  
COUNSELLING 
Counselling may help people affected by leprosy to cope with physical and psychological 
effects of the disease. A pilot study of group counselling for people affected by leprosy was 
conducted in Nepal from 1994 to 1998.(20) Groups composed of 5-7 individuals meet for 2-
hour sessions for 5 weeks. They met as single-gender adult or children’s groups. Patients 
were included after a psychological assessment in which they had demonstrated at least 
one of the following: their own recognition that their low self-esteem is due to 
stigmatisation, rejection by their families, or that they were despondent but not clinically 
depressed. Participants were encouraged to share their life stories with the other members 
of the group. This developed bonds between group members as they heard others tell 
about their own painful experiences and they could comfort each other. The patients 
learned to forgive other people who hurt them, and prepared to return home to cope with 
expected stigmatisation there.(20)  
 Counselling for leprosy patients in Thailand has been done only in some health units, 
such as the outpatients department of the National Leprosy Organisation, and in some 
regional and provincial health units. There is no evidence to show to what extent it has 
helped to reduce stigmatisation. 
Discussion 
The impact of stigma on the effectiveness of leprosy control programmes has been 
increasing recognised. This has fuelled efforts to deal with stigma.  
 Integration of leprosy programmes into the general health care system is an essential 
part of the World Health Organisation’s strategy to eliminate leprosy.(21) It is considered an 
approach to promote accessibility of leprosy services for people affected and to reduce 
stigma related to leprosy. However, not all countries recognise the importance of 
integration in stigma reduction. For instance, the extent of stigma reduction was not 
mentioned in the evaluation report of the Thai leprosy programme.p In India, where an 
investigation of the results in terms of stigma have been undertaken, there was less self-
stigmatisation among leprosy patients and less social stigma in communities with an 
integrated approach rather than a vertical approach.(12) In mental illness, there is no 
evidence so far regarding the effect of integration on stigma reduction. However, a study of 
Mwape in Zambia found that care providers thought that integrating mental illness into 
                                                          
q Raj PrachaSamasai Institute. Proceeding of the meeting on how to solve delay in diagnosis 
at the hotel in Chiangmai on 22 December 2003 
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primary health care would gradually change the community attitude as community 
members see that mental patients are cared for and recover, rather than them being locked 
away. 
 IEC is an approach used in many countries to raise the general population’s awareness 
of leprosy in order to encourage early reporting and diagnosis of the disease. The social 
marketing campaign done in Sri Lanka is an example of a successful intervention.(13) The Sri 
Lanka IEC approach was adapted to promote early treatment and reduce stigmatisation in 
India and Bangladesh. As a result, the stigmatising attitude towards people affected by 
leprosy decreased dramatically.(14) Education messages also appear to have been successful 
in Uttar Pradesh, Madhya Pradesh, Orissa, Bihar and West Bengal, India, and in Bangladesh. 
In one case, the proportion of people who would not eat food prepared by leprosy patients 
decreased from 68% to 50%, and the proportion of people who would not buy goods from a 
shopkeeper known to have leprosy decreased from 78% to 25%.(14) However, in some cases, 
IEC did not succeed as expected. A study in South India revealed that knowledge about the 
cure of leprosy did not change negative attitude towards leprosy patients, possibly because 
fear of leprosy militates against attempts to educate the public on facts of the disease.(14;22) 
The reason that the attitude remained unchanged may be that this study did not take the 
beliefs of the target group regarding leprosy into consideration, while the successful social 
marketing approach did. In the Sri Lanka approach, before launching IEC, community-based 
surveys on knowledge, attitudes and practices on leprosy were undertaken, together with 
focus groups to explore perceptions of leprosy. This information was used to develop 
targeted IEC materials. According to Dalal, “an attitude is a complex system of interrelations 
among three components: beliefs (evaluation), affects (feelings) and behaviour tendency. To 
understand disability attitude, it is essential to take all three into consideration, where 
change in one component will affect the overall attitude”.(23)  
 Another success factor related to IEC is combining IEC with other activities. In the Sri 
Lanka approach, they also trained health workers to diagnose leprosy and refer persons 
with suspicious lesions to the leprosy staff. They improved the network of clinics. This 
approach is consistent with the recommendations of Bollinger who studied stigma 
associated with HIV/AIDS.(24) He suggested that IEC should be considered as one component 
of stigma reduction interventions, but that IEC would not be adequate independent of other 
strategies.(24) Successful outcomes may be reached if interventions also include strategies to 
address issues of physical access, interpersonal communication and the involvement of the 
community.(13) 
 The IEC intervention also has to be tailored to the target area and group as 
recommended by Dijker& Kooman. They argued that interventions aiming to reduce stigma 
should be tailored to the type of condition, type of society and type of individuals 
involved.(25) These factors determine the major motivational systems that affect people’s 
responses to perceived deviance.  
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 SER is another type of intervention that has been launched to reduce stigma. In Nepal 
and Nigeria, SER has been reported as being successful in helping people affected by leprosy 
regain their dignity by involving them as participants in SER.(17) This resulted in positive 
attitude changes in the community and reduced internalised stigma of people affected by 
leprosy.(17) SER can also positively affect stigma related to other health conditions, 
effectively changing community attitude. A CBR project was launched in Allahabad District, 
India, which included socio-economic development and social integration of people with 
disabilities.(23) Attitude towards people with a physical disability changed because the social 
changes created dissonance by demonstrating strengths of persons with disabilities who 
had previously been looked down upon as unproductive members of the community.  
 Changing the name of the disease and counselling are other strategies aiming to reduce 
stigma.(19;20) To date, there have been no reports of their effectiveness. 
 In conclusion, interventions with at least some evidence of success in reducing stigma 
are the integration of a leprosy programme into general health care, and IEC and SER 
interventions. To collect additional evidence of the effectiveness of the interventions, 
particularly where the leprosy programme has already been integrated into general health 
care, stigma should also be included in programme evaluation objectives. IEC interventions 
should be preceded by careful study of the target area and population. They should be 
combined with other stigma reduction strategies to achieve an optimal effect. 
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Summary 
Background: Health professionals at all levels gradually recognise the impact of stigma on 
case detection and treatment of various health conditions such as leprosy and tuberculosis. 
These diseases are identified as chronic disease which is prone to stigmatisation. 
Purpose: To assess the perception of community members towards stigma related to 
leprosy and tuberculosis in order to verify and compare the existence of stigma towards 
these two diseases in community, and to provide baseline data for the evaluation of future 
de-stigmatising interventions.  
Methods: This study was done in four sub-districts of Chaiyaphum province. Community 
members were interviewed using the EMIC stigma scale. Frequency was used to identify the 
percentage of community members who perceived stigma. A T-test was applied to compare 
the mean EMIC scores of community members between leprosy and tuberculosis. A p-value 
of <0.05 was considered indicative of a statistically significant difference or association. 
Results: It was found that community members perceived that people affected by leprosy or 
tuberculosis were stigmatised by the community. However, community members perceived 
more stigma towards leprosy than towards tuberculosis, particularly in terms of shame, 
embarrassment, and problems in getting married. The difference was highly significant 
(p=0.001, paired t-test).  
Conclusion: The community’s perceived stigma against people affected by either leprosy or 
tuberculosis may affect many aspects of their lives. The authors recommend use of 
strategically targeted de-stigmatising interventions that take local attitudes and perceptions 
into consideration.  
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Introduction  
Health professionals at all levels recognise the impact of stigma on case detection and 
treatment of various health conditions, among which are leprosy and tuberculosis.(1-3) These 
diseases are commonly identified as chronic disease that are prone to stigmatisation.(4) 
Stigma attached to leprosy is caused by wrong beliefs about its causes, by its visible lesions 
or disfigurement, and by people’s fear of infection and exclusion.(5-10) Stigma attached to 
tuberculosis is caused by the severity of the illness, the public’s fear of contagion through 
casual transmission, and by being confused with HIV/AIDS, which is associated with 
perceived sexual misconduct.(11-13) Many attempts have been made to reduce stigma 
attached to leprosy and tuberculosis.(14-16) For instance, leprosy and tuberculosis services 
have been integrated into the general health care system to reduce the differences between 
people suffering from these diseases and those suffering from other conditions. In Thailand, 
the term ‘Anaesthetic skin disease’ was recommended for use in Education and 
Communication (IEC) instead of ‘leprosy’. (14) Moreover; a large budget has been used in the 
effort to reduce stigma attached to leprosy and tuberculosis conditions through IEC.(17-19) 
 However, it is unclear whether stigma attached to leprosy and tuberculosis actually 
decreased as a result of these efforts. Stigma is still present. Recently, in Thailand, leprosy-
affected persons were still reported to be stigmatised by their neighbours and by health 
providers.(20) Some leprosy patients were shunned and refused treatment of their ulcers by 
nurse aides, resulting in delay in diagnosis and poor compliance with treatment for many of 
them. (21) In the same country, tuberculosis patients perceived tuberculosis as a dreadful, 
disgusting disease of death. They responded to this perception by denying the truth and by 
isolating themselves.(22) Those affected by leprosy and tuberculosis who have visible 
symptoms of their disease are not eligible to apply for certain types of work.(23) In some 
areas in Indonesia, leprosy was  feared so much as a disease that patients and health 
workers sometimes avoid mentioning its name, because of its association with deformity 
and stigmatisation in the community.(8) In Nepal, when infections become known to others, 
some people affected by leprosy would withdraw from social life.(24) In Pakistan, stigma 
related to tuberculosis diminished marriage prospects of young tuberculosis patients and 
their family members.(25) 
 The aim of this study was to assess the perception of community members regarding 
stigma related to leprosy and tuberculosis in order to verify and compare the existence of 
stigma towards these two diseases in the community and to provide baseline data for the 
evaluation of future de-stigmatising interventions.  
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Methods 
Four sub-districts of Chaiyaphum province were selected as study area because of the 
relatively high prevalence of leprosy there. The sample size of respondents was calculated 
based on an estimated prevalence of community members who have negative attitudes 
towards leprosy of 96% found in a study of Srisak and the desired width of the 95% 
confidence interval of +/-5%.(26;27) A total of 236 of community members who lived in the 
same village as people affected by leprosy and people affected by tuberculosis were 
selected by systematic sampling, which was conducted by obtaining a list of names from a 
local health officer. The number of eligible people of each sub-district varied from 500 to 
700. As the required number of respondents was 60 from each sub-district, every 8th-11th 
name in the list was selected. Before use, the data collecting tool, the Explanatory Model 
Interview Catalogue (EMIC) scale, had been translated into Thai by a researcher who was 
responsible for leprosy-related rehabilitation and back-translated into English by an outsider 
who was not related to either leprosy or rehabilitation work to ensure that the meaning of 
the original items was correctly translated. The tool was piloted among 30 community 
members with similar characteristics as the study groups.  The experience gained during the 
piloting of the tool was used to adjust the statements that were not completely understood 
by the respondents. 
 The EMIC scale consists of 15 questions covering different aspects of stigma. Each has 
four answer options: ‘yes’, ‘possibly’, ‘no’, and ‘don’t know’. The scores for each answer are 
2,1,0,0 respectively. We chose a cut-off point for ‘perceived stigma’ of 8, which means that 
the respondents are considered to perceive stigmatisation in the community when they 
answered at least 4 questions with ‘yes’, or 8 questions with ‘possibly’, or the combination 
of both answers with a sum score of 8. The reason for choosing a relatively high score of 8 
was to increase the specificity of the cut-off point. If a respondent answer ‘yes’ or ‘possibly’ 
to fewer questions, there would be a high risk of false positive classification, that is of 
drawing the conclusion that someone perceives stigma too easily.  
 A frequency distribution was used to determine the percentage of community members 
whose EMIC score was equal or greater than 8. A paired t-test was used to compare the 
EMIC score of community members regarding leprosy and tuberculosis.  
Results 
Of the 236 community members interviewed, 153 (64.8%) were female, 163 (69.1%) 
completed only primary school, 186 (78.8%) were married, and 186 (78.8%) were aged 
between 18-84. 
 The percentage of community members who perceived negative attitude and behaviour 
against leprosy was 75.4, while the percentage who perceived the same for tuberculosis was 
54.7. The mean EMIC score for leprosy was 15.4 (95%CI 14.3-16.6), while that for TB was 
10.6 (95%CI 9.5-11.7). The difference was highly significant (p=0.001, paired t-test).  
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 Figure 1 demonstrates the views of community members on how they and other people 
feel in having people affected by leprosy and tuberculosis in their family or community. 
More than 60% thought that people with leprosy would keep others from knowing their 
condition, that leprosy would cause shame, and that others think less of people with 
leprosy. In contrast, only about 40% had these thoughts regarding people affected by 
tuberculosis. 
 
 
Figure 1. Perception of stigma among CM towards leprosy and tuberculosis; item 1-5 
 
 Figure 2 shows that more than 60% of community members believed that community 
members avoid a person with leprosy, and thought less of the family of people with leprosy; 
while significantly fewer people had the same thoughts regarding people affected by 
tuberculosis. 
Figure 3 shows the views of community members on how leprosy and tuberculosis 
affects people with leprosy and their families in terms of marital relationships and work 
prospects. Over 60% thought that leprosy would be a problem for an affected person 
wanting to get married while fewer (46%) had the same thoughts regarding people affected 
by tuberculosis.  
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Figure 2. Perception of stigma among CM towards leprosy and tuberculosis; item 6-10 
 
 
 
Figure 3. Perception of stigma among CM towards leprosy and tuberculosis; item 11-15 
Discussion 
Community members perceived negative attitude towards people affected by leprosy or 
tuberculosis. A majority of respondents considered that both people affected by leprosy and 
people with tuberculosis were treated poorly by others in the community. The findings 
supported the study of van Brakel et al., who found that communities in Indonesia 
perceived stigma against leprosy, and a recent study of Adhikari in Nepal, who reported high 
perceived stigma related to leprosy among community members.(28;29) These findings are 
also consistent with the study of Liefooghe in Pakistan who found that tuberculosis is 
perceived as a very dangerous infectious and incurable disease, and the study of Wu who 
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showed that health workers in India perceived community members to stigmatise people 
with tuberculosis.(30) We found stigma against leprosy to be stronger than that against 
tuberculosis, particularly in terms of shame or embarrassment, and in creating a problem in 
getting married. Forty-eight percent of community members thought that leprosy causes 
shame, while only 20% had the same view regarding tuberculosis; 50% agreed that others 
think less of people with leprosy, while 22.5% agreed that others think less of people with 
tuberculosis. Fifty-one percent answered ‘yes’ to the statement that leprosy would be a 
problem for a person wanting to get married while only 30% answered ‘yes’ regarding 
tuberculosis. This stronger stigmatisation of leprosy may be because leprosy is used as a 
term to embarrass people in Thai society and perceived as hereditary.(31) Stigma related to 
leprosy affects people affected in both physical and socio-economic ways. (Stigma in 
leprosy: manifestations, effects and dynamics. Unpublished observation). However; the 
consequences of having tuberculosis are also  miserable for people affected, as shown in the 
study of Manoonpanich in Thailand who found that as a result of the perception of 
stigmatisation, tuberculosis patients isolated themselves.(22) The study of Liefooghe in 
Pakistan also found stigmatisation led to isolation of tuberculosis patients and their families 
including reduced marriage prospects for them. It is important to address stigma related to 
both diseases.(25) 
 In the study of van Brakel, who reviewed stigma measurement in different disciplines, 
there were two studies reporting the association of leprosy with shame or embarrassment 
while there was only one that found this kind of association in tuberculosis.(2) In the same 
review, there was one study that showed that leprosy causes problems of getting married 
for the affected person, while there was none related to tuberculosis. However, this may 
also reflect the fact that relatively little research had investigated TB-related stigma at that 
date. 
 Based on her study in Kanchanaburi province of Thailand, Soonthorndhana mentioned 
that the stigma association with tuberculosis was perceived as less serious than that 
associated with leprosy.(32) The majority of informants felt that tuberculosis was not a 
particularly stigmatised disease.  However, many did point out that, if they knew somebody 
had tuberculosis they would protect themselves from becoming infected, but without 
discriminating against them. The study did not mention the reason why leprosy is more 
stigmatised. The current study found TB to be less frequently stigmatised than leprosy, but 
the perceived stigma level was by no means negligible. When examining the profile of 
stigma as presented in Figure 1-3, the pattern seems fairly similar to that of leprosy. 
 According to our literature reviews, the stronger shame and embarrassment related to 
leprosy may be attributed to the association of leprosy with disability and begging, 
characteristics that are already stigmatised.(21;33) The stronger perception that leprosy 
causes problems to people affected in getting married may be because of the belief that 
leprosy is hereditary. (8)  
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 Leprosy and tuberculosis are both ancient diseases. Their existence can be traced back 
thousands of years in the historical records.(34) Affected people have been stigmatised since 
the early days of these diseases. Stronger stigma against leprosy may have developed 
because leprosy was linked to people who are considered inferior.(35) For example the 
Chinese labourers employed in Hawaii were blamed for introducing leprosy into the 
country, while tuberculosis also affected people of high social class.(34) Due to the high 
prevalence of tuberculosis in the pre-antibiotic era, many prominent people developed or 
died from this disease. For example, the English romantic poet, John Keats(1795-1821) and 
some of his family were taken by tuberculosis.(34) Moreover, discrimination against leprosy 
was stronger than tuberculosis. People who had leprosy in the past were forced by law to 
live in leprosarium or colonies.(34) This forced exclusion reinforces stigma against leprosy.(36) 
 The negative attitudes of the community against people affected by either leprosy or 
tuberculosis affects many aspects of their lives, such as mental health, marriage and 
education, and timely and regular treatment.(5;6;8;37-40) To promote an optimal quality of life 
of people affected by leprosy or tuberculosis, it is important to address stigma through 
tailor-made interventions that address the attitudes and perceptions of the local 
community. 
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Assessing the attitudes and perceptions of community members 
and health workers regarding leprosy stigma  
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ABSTRACT 
Aims: To examine the attitudes and the perceptions of community members and health 
workers towards leprosy, to study possible determinants of stigma and to provide baseline 
data for those who are interested in launching de-stigmatising interventions. 
Study design: Cross-sectional survey using mixed methods 
Place and Duration of Study: Chaiyaphum province, Thailand, March- August 2011. 
Methodology: The study was done in four districts. Interview guidelines, a predefined script 
and the EMIC stigma scale were used to collect data. For qualitative data collection, 
community members were selected by maximum variation sampling; health workers were 
selected by including those who were present at the sub-district health promotion hospital 
at the time of interviewing, and those who were responsible for leprosy and tuberculosis at 
the district hospital. A Focus Group Discussion was conducted among health volunteers who 
had people affected by leprosy in their responsible areas. For quantitative data collection, 
community members were selected by systematic sampling. Health workers were selected 
by convenience sampling. Content analysis was used for qualitative information. A t-test, a 
Chi square and multiple regressions were used for quantitative data. A p-value of <0.05 was 
considered indicative of a statistically significant difference or association.  
Results: There was significant difference at the 5% level (p=0.007, Chi2 test) between the 
proportion of community members (n=236) and of health workers (n=236) who perceived 
stigma related to leprosy (75.4 % and 85.6 %, respectively). A statistically significant 
association was found between age, education, number of family members and type of 
house, and perceived stigma. All 24 community members, four health volunteers and two 
health workers linked leprosy with disability, while none of the community members or 
health volunteers knew the cause of leprosy. All thought it to be incurable. Fifteen 
community members thought leprosy is hereditary. Seventeen community members and 
two health workers linked leprosy with dirtiness. One out of the two health workers linked 
leprosy with oozy and smelling wounds. People affected avoided social contact, attended 
health services as little as possible, and experienced negative interaction from people in 
community, health workers included. 
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Conclusion: In the perceptions of community members and health workers leprosy is a 
disabling disease that is incurable and hereditary, and is associated with dirtiness and oozy 
and smelling wounds. These negative perceptions may result in reduced quality of life for 
those affected and hamper their access to health care services. The authors propose that 
de-stigmatising interventions be prioritised, taking local beliefs, attitudes, and perceptions 
into consideration. 
Keywords: assessing, attitude, stigma, leprosy 
1. INTRODUCTION 
In Thailand, leprosy incidence has steadily declined, with only 405 newly detected cases in 
2010. However, the proportion of new cases with grade 2 disability over the last five years 
fluctuated between 11.5 to 14.8% (Raj Pracha Samasai Institute, 2011, Unpublished report). 
This relatively high proportion suggests delayed presentation of new leprosy cases (1). 
Studies carried out to identify the causes of this delay revealed that stigma related to 
leprosy was partly to be held responsible (2;3). Stigma was defined by Weiss & Ramakrishna 
as “a social process or related personal experience characterised by exclusion, rejection, 
blame, or devaluation that results from experience or reasonable anticipation of an adverse 
social judgment about a person or group identified with a particular problem” (4). We used 
this definition as our working definition of stigma in this study. Apart from contributing to 
delayed presentation, stigma also has a negative impact on the people concerned in terms 
of physical, psychological and socio-economic aspects. They may suffer mental stress and 
anxiety leading to depression and even attempt suicide in some cases (5). They may lose 
economic stability, their marriage, or opportunities for further education. To prevent stigma 
from occurring as well as to ameliorate the manifestations that cause so much suffering to 
individuals and their families, effective interventions are needed. Many attempts have been 
made to reduce stigma attached to leprosy. For instance, leprosy services have been 
integrated into the general health care system to reduce the differences between people 
affected by leprosy and those suffering from other health conditions (6). Alternative terms 
have been used instead of ‘leprosy’, such as ‘Anaesthetic skin disease’ (Raj Pracha Samasai 
Institute, 2003, Unpublished workshop proceeding). Significant funds have been spent on 
the effort to reduce stigma attached to leprosy through information dissemination (Raj 
Pracha Samasai Institute, 2002-2010, Unpublished annual report). It is unclear whether 
stigma attached to leprosy actually decreased as a result of these efforts. Stigma is still 
present. In recent years, leprosy-affected persons were still reported to be stigmatised by 
their neighbours and by health workers (7). Some leprosy patients were shunned and 
refused treatment of their ulcers by nurse aids, resulting in delay in diagnosis and poor 
compliance with treatment by many of them (8). Before developing any interventions to 
address leprosy related stigma, more elaborated information is required. 
The aim of this study was to investigate the attitudes and perceptions of community 
members and health workers regarding leprosy stigma in the community, to study possible 
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determinants of stigma, and to provide baseline data for those interested in launching de-
stigmatising interventions. 
2. METHODS 
This survey was conducted using both qualitative and quantitative methods. The study areas 
were four sub-districts of four different districts of Chaiyaphum province in the North-
eastern region of Thailand. They were selected as study areas because they have a higher 
number of people affected by leprosy than other sub-districts. Respondents for the 
qualitative interviews were persons affected by leprosy, community members selected by 
maximum variation sampling based on age, sex, and socio-economic status, and 6 health 
care workers who were present at the sub-district health promotion hospital at the time of 
data collection. Two health workers who were responsible for leprosy and tuberculosis at 
the district hospital were also included. A Focus Group Discussion was done with health 
volunteers selected because of the people affected by leprosy living in the areas for which 
they were responsible. Quantitative respondents were community members who lived in 
the same village as people affected by leprosy. They were selected by systematic sampling, 
which was conducted by obtaining a list of names from a local health officer. This was done 
in confidential manner; no health information was included along with the names. The 
number of eligible people of each sub-district varied from 500 to 700. As the required 
number of respondents was 60 from each sub-district, every 8th-11th name in the list was 
selected. An equal number of community members from each of the four sub-districts was 
interviewed. 
Exclusion criteria for all respondents were those not willing to participate and those who 
were unable to answer the questions directly themselves due to physical or mental 
problems were excluded. This is because the questionnaire used has only been validated for 
direct response interviews, not for interview by proxy. The sample size of quantitative 
respondents was calculated based on an estimated prevalence of community members who 
have negative attitudes towards leprosy of 96% found in the study of Srisak and a desired 
width of the 95% confidence interval of +/- 5% (9;10). 
Another group of quantitative respondents were the health workers who worked at the 
health units at sub-district and district levels where people affected by leprosy attended 
health services. They were selected by convenience sampling; those who were present at 
the time of the data collection were interviewed until the required number was reached. As 
we had no estimated prevalence of health workers for sample size calculation, we applied 
that of community members to the health workers also. 
Health workers who were responsible for district leprosy programme were approached by a 
research team, and asked to approach respondents who were health workers and health 
volunteers. Health volunteers known by a community were asked to approach persons 
affected by leprosy and community members.  
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The data collection process ensured the privacy of the respondents and started by 
explaining the study to a respondent by the interviewer, asking for informed consent, 
informing them about measures to ensure confidentiality and the respondent’s rights to 
refuse answering any specific questions if he/she wanted to. 
Data collection tools comprised of interview guidelines for semi-structured interviews, a 
predefined script for a Focus Group Discussion and the EMIC stigma scale for the 
quantitative sample. The EMIC stigma scale derived from the Explanatory Model Interview 
Catalogue (11). The scale covers certain areas of life that are often affected by stigma. Its 
psychometric properties have been shown to be good in several studies (12;13). The 
strengths of this instrument are its simplicity and its utility, which has been demonstrated in 
different cultural settings and with different health conditions such as mental health and 
leprosy, depression and tuberculosis (11;14;15). It consists of 15 questions covering 
different aspects of stigma and has four answer options: ‘yes’, ‘possibly’, ‘no’, and ‘don’t 
know’. The score for each answer is 2,1,0,0 respectively. We chose EMIC cut-off point for 
perceived stigma at 8 which means that the respondents are considered to perceive existing 
stigmatisation in the community when they answered at least 4 questions with ‘yes’, or 8 
questions with ‘possibly’, or the combination of both answers with sum score at 8. The 
reason for choosing 8 is to increase the specificity of the cut-off point. If a respondent 
answer ‘yes’ or ‘possibly’ to fewer questions, there would be a high risk of false positives. A 
minimum of 0.70 was set as an acceptable reliability, and a ceiling or floor effect of 15% or 
less was set as an acceptable validity of the EMIC scale (16). 
Before using the EMIC scale, the questions were translated into Thai and then translated 
back into English language to check the correctness of the translation. The tools were 
piloted among 30 health workers and 30 community members with similar characteristics to 
the study groups. 
Analysis of qualitative information was manually done by content analysis using open coding 
which was conducted by in-depth reading of the obtained information and giving similar 
data the same code, so that they could be grouped under the same heading. Quantitative 
data entry and analysis was done using SPSS version 17. Percentages and descriptive 
statistics were used examine the frequency of answer options in the EMIC scale. To look for 
associations between the EMIC score and personal factors, multiple regression was 
performed. A p-value of <0.05 was considered indicative of a statistically significant 
difference or association. A T-test was applied to compare the mean EMIC scores of 
community members with those of health workers. Chi square was used to compare the 
proportion of community members and health workers who had perceived stigma. 
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3. RESULTS AND DISCUSSION 
3.1 Results 
Qualitative results 
Information was collected in 19 people with leprosy related disability, 24 community 
members, 8 health workers and 6 health volunteers who were also community members. In 
this section, attitudes and perceptions about leprosy among community members and 
health workers are presented first. This is followed by a description of the stigma practices, 
that is the way people behave in response to perceptions of stigma, first of people affected 
by leprosy and then of community members and health workers. 
Attitudes and perceptions about leprosy among community members and health workers 
In the perceptions of community members and health workers; leprosy is a disease with 
disability, that is incurable and hereditary, and associated with dirtiness and oozy and 
smelling wounds. The local term for leprosy is ‘Khi thut’. ‘Khi’ translated as ‘faces’. ‘Khi thut’ 
refers to disease or people with the mentioned characteristics, particularly with shortening 
of fingers and toes or contractures of hands and feet. When we mentioned the early signs of 
leprosy, they said that this is not leprosy it is merely a skin disease. All community members, 
four health volunteers and two health workers linked leprosy with disability. 
With the exception of the health workers, none of the respondents knew the cause of 
leprosy and thought it is incurable. One female respondent told a researcher that leprosy 
could not be cured as she saw impairments of a person affected by leprosy in her village 
deteriorated little by little. One male with leprosy-related disability who had already 
completed treatment, kept asking for leprosy drugs as he thought he had not been cured 
yet. Fifteen community members thought it to be hereditary. An eighteen year-old woman 
said “I saw an old man with clawed and shortened hands. I asked my mother why he had 
hands like that. She told me it is hereditary”. This belief was confirmed by a young man who 
was better educated than general community members. He was deputy head of a village. He 
said “I always share a glass of whisky with my friend who has leprosy, but I am not infected 
because leprosy is hereditary”.  
According to 17 community members and two health workers, leprosy is associated with 
dirtiness. A male health worker said “these people are dirty, their families also dirty”. The 
same health worker mentioned oozy and smelling wounds as causes of stigmatising 
behaviour of health workers. A 70 year-old woman commented “villagers avoid these 
people because they are dirty. When you are dirty whatever disease you have, people avoid 
you”. 
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Stigma experiences of people affected by leprosy 
After being diagnosed as having leprosy, people affected responded by keeping others from 
knowing and avoiding social contact. 
Keep others from knowing 
If possible, people diagnosed as having leprosy would not let others know their disease 
status. While collecting the data from health workers, we met a colleague from the national 
leprosy organisation, who had carried out a disability survey in another sub-district. She had 
interviewed a woman affected by leprosy at the hospital, instead of at her house as 
planned, because the interviewee did not allow her to visit her at home. The reason given 
was that she did not want to damage the reputation of her relatives who were key members 
of the community. People whose parents had leprosy were not able to accept this disease. 
We were told by health workers and health volunteers that a female villager, wife of a local 
policeman whose parents used to have leprosy, strongly refused to cooperate with the 
process of contact examination. She announced that she would sue anyone who says she 
has leprosy. 
Avoiding social contact 
Uncle [M], the 76 year-old man with leprosy-related disability said “I am afraid to talk with 
strangers because I fear that they will talk about my disability and talk behind my back”. 
Because of fear of stigmatisation, many affected persons dared not go outside their houses. 
They reported that they did not visit their relatives’ houses, did not join celebrations 
organised by their neighbours or by the community, and did not join in religious events. 
When we asked for the reason for not doing so, a man with leprosy related disability said “I 
don’t want to go, I afraid they will find me disgusting”. They said that sometimes they 
wanted to join the said events, but their families forbade them to do so, as they did not 
want other community members to talk or behave badly towards people affected by 
leprosy. However, there were some people with leprosy-related disability who managed to 
join the events as they lived alone and there was no one who forbade them. In the course of 
the events, people with leprosy-related disability did not mix with other community 
members. They ate separately or took food offered by the host or community members to 
be eaten at home. Uncle [O], a 76 year-old person with severe leprosy-related disability, 
said “I understand them; if I were them, I would also feel disgust”. This man was, like many 
others, unmarried. He said “I dare not woo any woman, because my body is like this”. 
Avoiding health care 
According to health workers and health volunteers, even children of people affected by 
leprosy did not accept household contact examination. People with suspected symptoms 
did not reveal themselves. A female health provider told us,  
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“Their children do not come for contact examination, because this area calls the disease Khi 
Thut. They are afraid of community rejection. I detected one suspected leprosy case, a 30 
year-old man. I asked him to come back to get referral documents to the district hospital for 
diagnosis but he did not follow the appointment, he disappeared”. 
Health workers told us that many people seek leprosy treatment far from their homes. The 
reasons for this might include a good reputation for leprosy treatment in that place, but also 
that they did not want the community to know about their disease. 
When they go to the health centre, people with leprosy-related disability reported they felt 
uncomfortable with a number of eyes staring at them negatively. They were the eyes of 
community members who came to visit health workers for their health problems or their 
relatives. Some people talked badly to them. Uncle [X], a 70 year-old man with leprosy 
related disability, talked to a research assistant who was also affected by leprosy.  
Research assistant: “Are you ashamed because you have got this disease?” 
Uncle [X]: “ashamed and afraid people would be disgusted with me”. 
Research assistant: “We do not like it when people stare at us. We are shy towards people, 
but not towards a doctor, aren’t we?” 
Uncle [X]: “Yes (laugh), staring with disgust”. 
Uncle [Y], another person with leprosy-related disability, said “doctors were not disgusted 
with us, but villagers were, they said we are disgusting”.  
People affected by leprosy did not use health care services as often as their neighbours. A 
female health provider said the outpatient cards of people affected by leprosy were thinner 
than those of other customers of their age. And if they have to go to see a doctor, they 
dared not to comment or ask a doctor about their health problems. They obeyed and 
followed a doctor's suggestions without objection or comment. Aunt [Z], a female people 
with leprosy-related disability told a research assistant “I dare not go to see a doctor. I 
bought drugs from pharmacist when I was sick. I was afraid that they would be disgusted 
with me”. 
Most of people who had leprosy-related disability reported they developed their 
impairments little by little. When they had ulcers, some of them did not visit a doctor. They 
bought drugs from pharmacy and took care of their own wounds. Those who visited a sub-
district hospital tried to avoid mixing with other community members as much as possible 
by visiting in the late afternoon and sitting separately. Some of them were afraid that health 
workers would be disgusted with them, so they just asked for wound cleaning materials to 
do wound care by themselves at home. At the time of our first visit, Uncle [M] had one 
large-size ulcer on his right sole and one large callous on the other. He had told a health 
provider that his daughter would take care of his wounds. The wound was worsening. 
Health workers at the peripheral health centre said they understood this situation. They said 
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that for the sake of people with leprosy-related disability, they should separate the leprosy 
and tuberculosis clinic from those of other diseases. At the higher health care level, the 
district hospital, the leprosy and tuberculosis clinic had already been separated. The reason 
given for doing so was to let affected people talk and learn from each other about their 
problems. However, they found that the customers of this separated clinic tried to spend as 
little time as possible there. They just stopped by and told the health provider that they 
would come again to collect drugs to take back home. They did not wait while the health 
provider was running the drug dispensing process. 
Stigmatising practices of community members and health workers 
Most health workers said that they did not have a negative attitude towards people with 
leprosy. This matches the information obtained from people with leprosy-related disability. 
However, there was still one health care provider of a peripheral health centre who frankly 
admitted that stigmatising behaviour was present in his workplace. Some health workers 
tried to move people with leprosy-related disability from their service spots as soon as 
possible by talking less or quickly terminating the conversation. The reasons given were that 
people with leprosy-related disability have poor hygiene, and that their wounds were oozy 
and smelling badly.  
Community members did not show their negative feelings towards people with leprosy-
related disability openly. They just ignored them, talked behind their backs, kept a distance, 
did not visit their houses, did not greet them or respond to their greetings and did not sit 
next to them. A 56 year-old man whose friend has suspected signs of leprosy said, “if his 
hands become clawed and shortened, I will stay in a far distance. I am not disgusted, but I 
am afraid to be infected and transmit it to my grandchildren. If he has only skin symptoms, I 
am not disgusted, but a woman may be”. Most community members said they did not want 
to share a meal with people with leprosy-related disability, but they did not refuse an 
animal hunted by people with leprosy-related disability. A majority of community members 
said they will forbid their children to marry someone whose parents had leprosy. A 56 year-
old woman, who had one leg amputated because of diabetes, said the following “People 
avoid people with leprosy, because they have disability and are dirty; even me. Because I 
have one leg, I dare not visit my daughter in Bangkok. I am afraid she will be ashamed 
because of having a disabled mother”. 
Uncle [N], a 75 year-old man affected by leprosy, told a researcher, “I never fear anyone, but 
I want to die. People talk to me badly”. Some people whose impairments had become worse 
as they got older had been abandoned by their family. A 55 year-old man told a researcher 
that his wife and his children moved away, because he could not feed a family.  
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Quantitative results 
Characteristics of the community members 
Of the 236 community members, 153 (64.8%) were female, 163 (69.1%) completed only 
primary school, 186 (78.8%) were married, 186 (78.8%) were aged between 18-84 years. 
Characteristics of the health workers 
Of 236 health workers, 180 (76.3%) were female. 
Validity of the data collecting tool 
The internal consistency of the EMIC scale was good with an alpha score of 0.87, which 
indicates high internal consistency (16). No floor or ceiling effects were found. Only 6.8% of 
respondents scored the lowest EMIC score, while only 4.7% scored the highest EMIC score.  
The EMIC score among community members and health workers 
The mean of the EMIC score of community members was 15.4 (95%CI 14.3-16.6; n=236), 
with a median of 16. The mean of the total EMIC score of health workers was 14.8 (95%CI 
13.9-15.6; n=236) with a median of 15.5. The difference between the means was not 
significant (2-tailed p-value=0.387, t-test). 
Factors associated with the attitude and perception regarding leprosy stigma 
Multiple regression was used to investigate an association of personal data with EMIC score. 
A positive association was found among community members between the EMIC score and 
being over 80 years old, having had primary and secondary school education, and living in a 
family with more than 5 members. A negative association was found between the EMIC 
score and living in types of houses other than a cottage or shelter (Table 1).  
Community members and heath workers’ perceptions on leprosy stigma 
The percentage of CM with EMIC score ≥ 8 was 75.4 (95%CI=69.9-80.9), while that of HW 
was 85.6(95%CI=81.1-90.1). This difference was significant at the 5% level (p=0.007, Chi2 
test). 
Figure 1 demonstrates the views of community members and health workers on how they 
and other people feel about having people affected by leprosy in their family or community. 
Respondents were 236 community members, and 236 health workers of 4 districts in 
Chaiyaphum province. More than 60% thought that people with leprosy would keep others 
from knowing their condition, that leprosy would cause shame, and that others think less of 
people with leprosy. 
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Table 1. Multiple regression for personal factors to investigate an association with EMIC 
score in community members. 
 
 
a Dependent variable : Total leprosy EMIC score  *Predictor in the model  
Model Unstandardized 
Coefficients 
Sig 
B SE 
Sex 1.039 1.340 .439 
Age    
- 30-39 -1.113 3.121 .722 
- 40-49 -0.852 2.911 .770 
- 50-59 2.012 2.984 .501 
- 60-69 2.339 3.199 .465 
- 70-79 4.857 3.376 .152 
- ≥80 7.791 3.931 *.049 
Education    
- Primary school 5.797 1.890 *.002 
- Secondary school 6.596 2.456 *.008 
Marital status -0.307 1.624 .850 
Number of family members    
- 2-4 3.193 2.035 .118 
- ≥5 4.285 2.146 *.047 
Types of house    
- Small house with weed roof -21.362 7.727 *.006 
- Small house with tile and zinc roof -17.012 6.452 *.009 
- Concrete house -18.674 6.654 *.005 
- Others (Wooden house with high lifted 
floor 
-19.855 6.544 *.003 
Income/month (THB)    
- 2 001-5 000  1.067 1.768 .547 
- 5 001-10 000  -.786 1.990 .693 
- ›10 000 1.213 2.869 .673 
- Do not answer -1.649 3.167 .603 
Occupation    
- Trading -3.949 4.061 .332 
- Agriculture 1.682 1.741 .335 
- Unemployed -2.497 2.421 .303 
- Others -1.819 3.116 .560 
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Figure 1. Perception of stigma among CM and HW; item 1-5 
Figure 2 demonstrates the perceptions of community members and health workers 
regarding the way the community treat people affected by leprosy and their families. More 
than a half of community members and health workers believed that community members 
would avoid a person with leprosy, refuse to visit their homes, and think less of the family of 
a person with leprosy. They also thought that a family of a person with leprosy would be 
concerned about disclosure. More than 60% of health workers thought that leprosy would 
cause problems for the family, while 46.6% of community members viewed in the same 
way. 
Figure 3 shows the views of community members and health workers on how leprosy 
affects people and their families in terms of marital and work prospects. Over 60% thought 
that leprosy would be a problem for a person affected in terms of marital and work 
prospects. The same percentage thought that community members would not like to buy 
food from a person affected by leprosy. In addition, around 50% of community members 
believed that leprosy would cause problems in an on-going marriage of people affected, and 
having leprosy would cause problems for a relative wanting to get married. Around 70% of 
the health workers had a similar view. 
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Figure 2. Perception of stigma among CM and HW; item 6-10 
 
Figure 3. Perception of stigma among CM and HW; item 11-15 
3.2 Discussion  
Most respondents linked leprosy with disability and dirtiness because in their community 
they had only noticed those people affected who also have disability and poor hygiene. 
People who have never seen people affected by leprosy themselves perceived this image 
from their parents and the media. Disability and dirtiness are stigmatised in themselves 
according to one women whose leg was amputated. She did not have leprosy but was 
ashamed of her disability. Another woman said that people who are dirty are stigmatised 
whatever disease they have. Therefore, it is not surprising that the quantitative result 
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showed that a large majority of both community members and health workers perceived 
people affected by leprosy to be stigmatised. This finding supports the results of 2 different 
studies of Peedaswat and Poopook conducted in different areas of Thailand, showing that 
people affected by leprosy who had disability were more likely to be stigmatised than those 
who did not (8;17). In any stigma reduction attempt, it is important to address the 
community’s perception that links leprosy with dirtiness and disability. 
The belief of the community that leprosy is hereditary and incurable may be another reason 
for stigmatisation (18). Because leprosy occurs in one particular family and because 
disability cannot be restored, people thought leprosy was hereditary and incurable. The 
belief that leprosy is hereditary was found also by Leerapun, Idawani, and de Stigter in 
Thailand, Indonesia, and Nepal, respectively (19-21). The qualitative data showed that the 
current respondents also believed that leprosy is hereditary.  
In our in-depth interviews, we found that people do not want other community members to 
know that they have leprosy. This finding was supported by the results gathered with the 
EMIC scale showing that more than 60% of respondents thought that people with leprosy 
would keep others from knowing their condition. They also thought that leprosy would 
cause shame, and that others would think less of people with leprosy. These attitudes and 
perceptions may help to explain why some people who have leprosy preferred getting 
treatment far away from home. In addition, some household contacts of people affected by 
leprosy refused to cooperate in the examination of contacts. People affected by leprosy 
showed evidence of internalised (or self-) stigma by not participating in community 
activities. Stigma studies by other researchers yielded similar findings. In Nigeria, Alubo 
found that people affected preferred to get treatment from a place that they did not know 
(22). In Indonesia and in Nepal, the studies of Idawani and of Heijnders found that people 
affected avoided certain social contact (20;23). Idawani found that community members in 
Indonesia thought that people affected by leprosy would remain indoors (20). An extreme 
form of self-stigma was described in Nonthanum’s study in Thailand, who found a woman 
affected by leprosy who had hidden herself in a house more than 60 years (Nonthanum B, 
2008, Unpublished study report). Self-stigma may result in delayed treatment, which may in 
turn lead to disability and further stigma (24).  
More than 50% of the community members and health workers believed that community 
members would avoid a person with leprosy. This is supported by information from a 
villager who said he would keep a distance if it is confirmed that his friend has leprosy. In-
depth information from health officers also revealed that health officers tried to spend as 
little time as possible in providing care to people with leprosy-related disabilities. These 
findings are similar to the study of Primkaew in Thailand who found that health workers told 
people affected by leprosy to sit outside the clinic away from other people and failed to 
provide ulcer care to people with leprosy-related disability (25). These stigmatising 
behaviours of community members and health workers may be the main reason for people 
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affected by leprosy to internalise stigma and to start behaving accordingly. This in turn may 
lead to further deterioration of their impairments. 
Over 60% of community members and health workers thought that leprosy would be a 
problem for a person affected in terms of marital and work prospects. More than 50% and 
70% of community members and health workers, respectively, believed that leprosy would 
cause problems in an on-going marriage of people affected, and that having leprosy would 
make it difficult for a relative to get married.  These findings support the study of Kaehler 
who found that over 60% of community members thought that leprosy would be a problem 
for a person affected in terms of marital and work prospects. He found a similar percentage 
of community members who believed that leprosy would cause problems for people 
affected in terms of their on-going marriage and for their relatives to get married (26). 
These quantitative findings were confirmed by the information from the in-depth interviews 
that men affected by leprosy dare not start a relationship with women. One affected 
husband was left by his wife because of not being able to earn enough income to feed his 
family. The belief that leprosy is hereditary may be a reason for respondents to think that 
having leprosy would affect the marriage prospects of relatives. However, from our 
observations and in-depth interviews, the children of people affected did not seem to have 
a problem finding a spouse. 
It is important to note that, even though there was no difference between the perceived 
stigma of community members and health workers, the percentages of health workers who 
answered ‘possibly’ to every question were much higher than those of community 
members. This may be because some of health workers were not sure about the attitudes 
and perceptions of community members as they lived in the town far from their workplace.  
It is also important to note that there was significant difference in the proportion of 
community members and health workers who had perceived stigma. A higher proportion of 
health workers had perceived stigma than community members. Stigma in health services 
was also reported in the literature review of Heijnders and Van Der Meij (27). This is 
important, since health workers are expected to lead by example when it comes to 
behaviour towards people with illnesses. It also indicates that specific interventions are 
needed to address stigma among health workers. 
There was a positive association between age and perceived stigma. The people who were 
over 80 years old may have known people affected by leprosy for a long time, possibly since 
the early stages of their disease. At that time, there was no effective treatment. They may 
have seen people affected gradually developing impairments. They may have observed that 
leprosy occurred in particular families. They were familiar with the stigmatising behaviour of 
the community that may have also included themselves. This impression may be an 
explanation for this association. This result support the study of van Brakel et al in Indonesia 
who also found an association between age and stigma (28). 
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Some other personal factors were also associated with perceived stigma. People who lived 
in a better quality dwelling perceived less stigma than those who lived in a shelter or 
cottage. The type of house as well as income may be used as proxy indicators of a 
respondent’s economic status. In this study, there was no association between income and 
perceived stigma which may be interpreted that there is no association between economic 
status and perceived stigma. The fact that less perceived stigma was found among those 
living in a better quality dwelling may be because they have a better chance to access 
information related to disease or health than those who lived in a cottage or a shelter. From 
our observation, cottages or shelters were often situated in more remote areas of the 
community or in the rice fields, far from daily sources of information such as neighbours, a 
village broadcasting post, or a visiting mobile education team. Access to recent education or 
information regarding the disease may have contributed to less perceived stigma. However, 
the effect of the level education appears to show the opposite: we found that people with 
primary and secondary level education scored higher on perceived stigma than those with a 
lower education level. This may be because people with higher education have a higher 
level of general awareness of the stigma of leprosy as they have more chance than those 
with lower education to hear about stigma related to leprosy from other sources. For 
instance, they may be reading newspapers that often use stigmatised terms concerning 
leprosy. 
People who lived in a family with more than five members perceived more stigma than 
those lived in a smaller family. In the community’s perception, leprosy may affect other 
family members in terms of shame and marriage opportunities. This may mean that the 
bigger the family, the more leprosy may be perceived as a threat to the family integrity. This 
notion may reinforce the stigma perception of those with many family members. The 
findings support the study of Rodchan in the west region of Thailand. She found positive 
association between the number of family members and perceived stigma (29). 
Stigmatisation resulted in a reduced quality of life of people affected as they avoided social 
contact, attended health services as little as possible, and experienced negative interaction 
from people in community including health workers. These negative effects were also found 
in the study of Tsutsumi et al. in Bangladesh and the study of Joseph & Rao in India (5;30). 
Leprosy-related stigma needs to be addressed in order to improve the quality of life of those 
affected. A tailor-made de-stigmatising approach has been shown to be effective in reducing 
stigma towards leprosy, for example using a social marketing campaign in Sri Lanka and 
socio-economic rehabilitation in Nepal and Nigeria (31-33). 
LIMITATIONS OF THE STUDY 
The limitations of this study include the language used in the course of interviewing. Most of 
elderly community members used only dialect in communication that would cause 
misunderstanding between them and interviewers. This limitation was addressed by 
arranging interviewers who could fluently use the dialect to interview the elderly. 
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4. CONCLUSION 
In the perceptions of community members and health workers alike, leprosy is a disabling 
disease that is incurable and hereditary, and associated with dirtiness and oozy and smelling 
wounds. This resulted in a majority expressing perceptions regarding leprosy stigma. This 
stigmatisation in turn affects the quality of life and the access to health care services of 
persons affected. To prevent the occurrence of this phenomenon, local beliefs, attitudes, 
and perceptions need to be taken into consideration in designing de-stigmatising 
interventions. 
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ABSTRACT 
Aims: This study was conducted to develop de-stigmatising interventions aiming to reduce 
stigma related to leprosy; to improve the quality of life of the people affected; and to draw 
out lessons on how to set up such interventions elsewhere. 
Study design: Intervention study. 
Place and Duration of Study: Raj Pracha Samasai Institute and Chaiyaphum province, 
Thailand, February 2012-December 2012. 
Methodology: De-stigmatising interventions were carried out by 3 different groups, namely 
a formal health care group, a local volunteer group and a self-help group. A baseline survey 
was done using both qualitative and quantitative methods. Qualitative data collection was 
conducted through semi-structured interviews with people affected with leprosy (n=19), 
community members (n=24) and health workers who were responsible for leprosy and 
tuberculosis at a district hospital (n=2), and those who were present at a sub-district 
promotion hospital at the time of interviewing (n=6). One Focus Group Discussion was 
conducted among health volunteers who had people affected by leprosy in the areas for 
which they were responsible (n=6). For the quantitative data collection, community 
members and health workers were interviewed using the Explanatory Model Interview 
Catalogue (EMIC) stigma scale. To track the course of the interventions, two sets follow-up 
enquiries were conducted. People affected by leprosy, people with other disabilities, health 
volunteers, local volunteers, health workers and administrative officers were interviewed. 
Focus Group Discussions were held with health volunteers, with local volunteers and with 
the self-help group members. Content analysis was used to analyse qualitative data. A T-
test, a Chi-square and Multiple regression analysis were used to analyse quantitative data. 
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Observation was also conducted to evaluate the outcomes of self-care practice of people 
affected by leprosy. 
Results: Full participation of people affected by leprosy was found in interventions 
implemented by the self-help group, while little and no participation was found in those of 
the local volunteer and the formal health care group respectively. Self-esteem and social 
participation of the self-help group’s beneficiaries changed more than that of the local 
volunteer group, while there was no change in those taking part in the formal health care 
group.  
Conclusion: The findings support the study hypothesis that gives importance to the 
participation of different stakeholders. To maximise the likelihood of significant changes in 
attitudes, tailor-made education needs to be conducted to address negative attitudes and 
stigma perceptions found in the course of pre-intervention assessment. 
Keywords: intervention, attitude, perception, stigma, leprosy, a self-help group, a local 
volunteer  
1. INTRODUCTION  
Stigma is a serious obstacle to identifying cases of leprosy and affects effectiveness of 
treatment, which are the major factors of controlling the disease(1-7). It has been defined 
by different professionals in different ways. Sartorius has defined stigma as ‘characteristic of 
a person or an institution—the colour of skin, the type of work or a label, for example—that 
evokes negative attitudes and feelings (such as fear, disgust or hate) and usually results in 
discrimination of the person or institution in various walks of life’(8). Sartorius further 
explained his stigma definition through a model which implies that a marker (a visible 
abnormality or a label) that allows the identification of a person can be loaded with negative 
contents by association with previous knowledge, with information obtained through the 
press or in personal contacts, with memories of things seen in movies or heard in the 
community. Once the marker is loaded in this way, it becomes a stigma. Stigmatisation may 
lead to negative discrimination, which in turn leads to numerous disadvantages in terms of 
access to care, poor health service, marriage prospects and stability, educational and other 
social barriers.  These frequent setbacks can further damage self-esteem and cause 
additional stress that might worsen the condition of the marked person, and thus amplify 
the marker. This makes it even more likely that the person will be identified and 
stigmatised(1;5;8-13). 
Leprosy is a disease that may cause visible impairments. Visible impairments together with 
the local beliefs, fears or misconceptions construct stigma against those affected by leprosy 
leading to discrimination and other consequences (1;5;10;14-17). Sartorius suggested that 
an intervention at any point might stop the vicious cycle of stigmatisation(8). As 
interventions addressing leprosy stigma were rare in Thailand, this study was conducted to 
develop the basis for interventions aiming to reduce stigma related to leprosy in order to 
improve the quality of life of people affected and to draw out lessons on how to set up such 
interventions elsewhere. 
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In the scientific literature, we found various de-stigmatising interventions against leprosy-
related stigma for which there was evidence of effectiveness. These interventions were 
conducted in Sri Lanka, Nepal, and Nigeria (16;18;19). Each of these interventions is briefly 
described below. 
A social marketing campaign was launched in Sri Lanka in 1990 aiming to encourage people 
with possible leprosy skin lesions to seek diagnosis, and to change the negative attitude of 
the general population towards leprosy (16). The study results showed that the proportion 
of people who said they would not sit next to a leprosy patient decreased from 44% to 27%, 
as did the proportion of those who would not eat food prepared by leprosy patient (from 
68% to 50%). The proportion of people who believed that leprosy was caused by bad deeds 
in a previous life fell from 37% to 12%. These successes are partly attributed to taking into 
consideration the community attitudes and perceptions, and to the participation of the 
community in the campaign (20). 
In Southern Nepal, Cross & Choudhary launched the Stigma Elimination Project (STEP) in 
2002 (18). The project enabled and encouraged people affected by leprosy to establish self-
care groups with the primary objective of controlling impairment. After one year, the groups 
took on the form of self-help groups focusing on credit union and micro enterprise 
development and expanding their criteria for membership to include other marginalised 
people. They became contributors to the development of their communities. The 
effectiveness of the programme was confirmed by measuring the level of social 
participation reported by the members of the group. It was found that STEP participants had 
significantly higher levels of participation compared with controls who had not been part of 
the intervention and that their levels of social participation were higher than would be 
expected even for the general population.  
In 2006, Ebenso et al. studied the impact of socio-economic rehabilitation (SER) on leprosy 
stigma in five northern states of Nigeria (19). It was found that SER improved self-esteem, 
financial independence, acquisition of new skills, and access to public institutions. SER also 
influenced the process of social integration resulting in positive attitudinal change towards 
SER participants. 
Based on the lessons learnt from the above successful interventions, the hypothesis of this 
study was formulated. It was ‘participation of people affected by leprosy, community 
members, and local officers in leprosy de-stigmatising interventions will increase social 
participation and the self-esteem of people affected by leprosy as well as establishing the 
understanding of those involved, leading to a gradual positive change in attitudes and 
perceptions’. 
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2. MATERIAL AND METHODS  
This intervention study was started by conducting a pre-intervention baseline survey 
followed by launching of interventions and monitoring and evaluating the process and 
outcomes. 
Pre-intervention survey 
The study area included four districts in Chaiyaphum province which were Tepsatit, Nhong 
Buadaeng, Bantan and Bumnet Narong districts. They were selected because they had a 
higher number of people with leprosy-related disabilities than other districts. To obtain the 
reality of stigma situation in these areas, a baseline survey was conducted using mixed 
methods.  
Qualitative data collection was conducted through 19 semi-structured interviews using 
interview guidelines with people affected by leprosy who lived in the study areas, and 24 
community members who lived in the same villages as people affected. Eligible community 
members were selected by maximum variation sampling with regard to age, sex and socio-
economic status. We sampled the informants among the community members by selecting 
a mix of men and women; three different age groups (15-24, 25-59, more than 60); and 
people with different socio-economic status which were poor, relatively poor, neither poor 
nor rich, relatively rich and rich. We asked health volunteers to identify the socio-economic 
status of eligible community members and seek consent from people affected by leprosy 
and chosen community members. The other groups of interviewees were six health care 
providers at the sub-district health promotion hospital who were present at the time of data 
collection; and two health workers with a leprosy-related role at the district hospital. 
In addition, a Focus Group Discussion took place with six health volunteers, responsible for 
villages where people affected by leprosy lived, using a predefined script. The common 
theme of collected information was the attitudes and perceptions of the interviewees 
regarding leprosy, and the effect of stigma on the quality of life, including accessibility to 
health care of people affected by leprosy. Results of the interviews and the focus groups 
discussion were summarised and the summaries were sent back to participants for 
remember check. 
Respondents of the quantitative survey were community members who lived in the same 
village as people affected by leprosy. They were selected by systematic sampling using a 
name list from a local health officer. The number of eligible people of each sub-district 
varied from 500 to 700. As the required number of respondents was 60 from each sub-
district, every 8th-11th name in the list was selected. 
Another group of quantitative respondents were health workers who worked at health units 
which people affected by leprosy attended. Those who were present at the time of data 
collection were interviewed. The sample size for the quantitative survey was calculated 
        
123 
 
based on a prevalence of community members with negative attitudes towards leprosy of 
96% found in the study of Srisak, with a desired width of the 95% confidence interval of +/- 
5% (21;22). Rounded up, a sample size of 240 subjects was required (21;22).  
The Explanatory Model Interview Catalogue (EMIC) stigma scale was used to collect the 
quantitative data. The EMIC scale consists of 15 questions covering different aspects of 
stigma with four answer options: ‘yes’, ‘possibly’, ‘no’, and ‘don’t know’. The score for each 
answer are 2,1,0,0 respectively. We chose an EMIC cut-off point for perceived stigma of 8, 
which means that the respondents are considered to perceive existing stigmatisation in the 
community when they answered at least 4 questions with ‘yes’, or 8 questions with 
‘possibly’, or the combination of both answers with sum score at 8. The reason for choosing 
8 is to increase the specificity of the cut-off point. If a respondent would answer ‘yes’ or 
‘possibly’ to fewer questions, there would be a high risk of a false positive classification. A 
minimum Cronbach’s alpha of 0.70 was set as an acceptable level of internal consistency, 
and 15% or less was set as an acceptable ceiling or floor effect for the EMIC scale (23).  
Content analysis was used to analyse qualitative data. A T-test was used to compare the 
difference between the mean EMIC score of community members and that of health 
workers. A Chi-square was used to examine the difference between the percentage of 
community members who had perceived stigma and that of health workers. Multiple 
regression analysis was used to examine associations between personal factors and the 
EMIC stigma score.  
Monitoring & evaluation of the intervention study  
De-stigmatising interventions were designed and carried out by three different groups. Each 
was formulated within a 10-month plan of action (POA) with a clear timeline. 
 the formal health care group: the formal health group is common in the Thai health 
care system. To implement de-stigmatising interventions, the district hospital officer 
who was a nurse responsible for the district leprosy programme acted as the chief of the 
interventions with the support of health workers at sub-district level or sub-district 
health promotion hospital (SDHPH) and health volunteers of the villages in which people 
with leprosy-related disability resided. Activities or interventions planned by this group 
consisted of providing the community with knowledge about leprosy by organising a 
workshop; arranging a small exhibition on leprosy at the health service facilities and 
disseminating educational materials for village broadcasts; providing rehabilitation 
services to people with leprosy-related disability by training them, their care givers and 
families regarding leprosy and self-care; carrying out home visits; and supporting 
persons with leprosy-related disability in income generation by coordinating 
organisations involved in seeking appropriate employment for them. Most interventions 
were expected to be conducted by health officers of the district hospital and sub-district 
health promotion hospital (SDHPH), except for home visits, which were to be done by 
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health volunteers under the supervision of the sub-district health promotion hospital 
(SDHPH) health workers. 
 the local volunteer group: the de-stigmatising interventions were launched through 
the existing Raj Pracha Samasai (RPS) local volunteer group. The members of the group 
were village health volunteers and key community members. The SDHPH nurses and the 
chief of Nangdad sub-district administrative organisation (SDAO) acted as the group 
consultants. Activities or interventions planned by this group included enabling the local 
volunteers to provide physical rehabilitation services to people with leprosy-related 
disability by training them in leprosy and prevention of disability (POD); providing 
rehabilitation services to people with leprosy-related disability by conducting home 
visits to give instruction on and monitor self-care practice; to give psychological support; 
to assess the needs of people with leprosy-related disability; coordinating with 
organisations concerned in helping people affected; and promoting positive attitudes 
towards leprosy by launching Information, Education, and Communication (IEC) 
activities.  Apart from training activity that was expected to be conducted by health 
officers, the rest would be carried out by the local volunteers under close supervision of 
the SDHPH nurses. 
 the self-help group (SHG):the de-stigmatising interventions were launched through 
the newly established self-help group (SHG) of persons affected by leprosy, and people 
with disability. A man with leprosy-related disability was nominated as a group facilitator 
responsible for approaching persons affected by leprosy and people with disability to 
form a self-help group (SHG) under the support of the health volunteers of the villages in 
which people affected by leprosy resided, a local health officer who was the nurse of 
Bantan hospital, and the officer of the local administrative organisation. Activities or 
interventions planned by this group consisted of narrowing the distance between people 
affected by leprosy and the community by promoting the contact between them; 
promoting income-generating activities by occupational training; helping and supporting 
each other by meeting once a month and visiting each other at home; enabling SHG 
members to practise self-care as well as to instructing other members and their relatives 
to know how to do self-care by arranging related training. Apart from training activities 
that were expected to be arranged by local officers, the rest were to be carried out by 
the SHG members under the close supervision of the nurse of district hospital and the 
officers of SDAO. 
Two monitoring and evaluation (M&E) rounds were conducted 5 and 10 months after the 
interventions were launched. The M&E framework was based on the framework of Swaans 
et al (24). The criteria comprise two main components, the process and the outcome. The 
aspects of process that were monitored consisted of 1) stakeholder representation, to know 
who are the participants and what are their roles in the interventions, 2) process structure, 
to know whether the participants were aware of the objectives of the interventions 
including their own tasks and roles, 3) process management, to know the competencies of 
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the intervention coordinator, whether he/she was competent enough to lead the group, 4) 
capacity building, to see whether the participants had sufficient skills to perform their tasks, 
and 5) coalition building, to understand the supportive infrastructure, such as consultants, 
technical knowhow, and available funds. Two aspects of the outcomes of the interventions 
were evaluated, the direct and indirect outcome (Table 1).  
Table 1: Monitoring and evaluation criteria for effective de-stigmatising intervention 
Process Stakeholder 
representation 
Inclusion of local organisations 
Inclusion of community key members 
  Inclusion of people affected by leprosy 
 Process structure Transparency on objectives, roles/tasks and 
procedures 
  Structured decision making 
 Process management Facilitation of mutual respect, openness, and 
constructive interaction 
  Competent facilitation and coordination 
 Capacity building Competent participants 
 Coalition building Appropriate support 
  Access to resources 
Outcomes Direct Better self-care practice 
  Reduction of stigma related to leprosy 
 Indirect Learning (leprosy knowledge, POD) 
  Supporting (task of a local organisation) 
 
For the data collection the approach of responsive evaluation was used. This is based on a 
constructivist theory (25;26). It is assumed that human beings give meaning to their 
experiences and that this construction is influenced by personal background as well as 
socio-structural and stakeholder positions. Together the various, complementary, 
perspectives provide a more informed understanding of the intervention being evaluated. In 
this approach, information discovered in the course of data collection was raised and 
discussed among local participants and the research team to maintain good practice and 
address problems. Information was gathered by interviewing people affected by leprosy, a 
member of each group and their consultants. Focus Group Discussions were conducted 
among the members and consultants of each group. The question guidelines and the 
predefined script were formulated based on the M&E framework.  
In the first M&E round, a meeting was held with a district hospital nurse and a SDHPH health 
officer to monitor and evaluate interventions launched by the formal health care group. Five 
people affected by leprosy, five local volunteers and one SDHPH nurse were interviewed; 
Focus Group Discussion was conducted with six local volunteers to monitor and evaluate 
interventions launched by the local volunteer group. The members of the self-help group 
namely four people affected by leprosy and four people with other disabilities, one district 
hospital nurse, two administrative organisation officers were interviewed; and conducted a 
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Focus Group Discussion was held with eight self-help group members to monitor and 
evaluate interventions launched by the self-help group. In the second M&E round of the 
formal health care group, four people affected by leprosy, three health volunteers and two 
SDHPH health officers were interviewed; and a Focus Group Discussion held with four health 
volunteers and a SDHPH health workers. In the same M&E round with the local volunteer 
group and the self-help group, interviews and Focus Group Discussions were conducted with 
a similar numbers and groups of participants of the first round. Observation was done to 
compare the self-care outcomes of people affected by leprosy before and after each round 
of M&E by observing their personal hygiene such as bodily cleanliness and clothing and the 
condition of their impairments on the course of interviewing in each round. Content analysis 
using open coding was done to analyse data. An outcome that relates to the planned 
objectives of the interventions will be reported as a direct outcome. Other findings will be 
reported as indirect outcomes.  
3. RESULTS 
Results of pre-intervention survey 
Qualitative results 
Community members and health providers perceived leprosy as a disease associated with 
disability, incurable, hereditary, dirtiness, oozy and smelling wound. People affected by 
leprosy tried to keep others from knowing about their disease. People with leprosy-related 
disability did not participate in community activities, and used health services less than 
other people. Community members stigmatised people with leprosy-related disability by 
avoiding them and by back biting. Health providers spent as little time as possible with 
people with leprosy-related disability. People with leprosy earned less income than other 
people of their sex and age resulting in poverty for most of them. 
In Bantan sub-district, one man with leprosy-related disability expressed a desire to organise 
a group of people with disability to carry out activities that contribute to community 
development and that would help him re-gain his human dignity. In Nangdad sub-district; 
under the encouragement of Raj Pracha Samasai Institute (RPSI), which is responsible for 
the national leprosy programme, and the 5th Regional Office for Disease Prevention and 
Control (RODPC), a local volunteer group had been established to provide rehabilitation 
service for people with disability and other underprivileged groups. It was named ‘Raj 
Pracha Samasai (RPS) local volunteer group’. The group had carried out some activities at 
the time of survey, but had not paid much attention to people with leprosy-related 
disability. In Kokpet Pattana, the sub-district of Bumnet Narong district that we intended to 
use as a control, there had been the Leprosy Accreditation (LEA) Project supported by Raj 
Pracha Samasai Institute (RPSI). The Leprosy Accreditation (LEA) Project aimed to assure 
adequate standards of leprosy treatment and rehabilitation. 
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Quantitative results 
Of the 236 community members interviewed, nearly two thirds were female (64.8%), just 
over two thirds had only completed primary school (69.1%), 186 (78.8%) were married and 
an equal number was aged between 18-84 years. Of 236 health workers, 180 (76.3%) were 
female. The mean EMIC score of community members (n=236) was 15.4 (95%CI 14.3-16.6), 
with a median of 16. The mean EMIC score of the health workers (n=236) was 14.8 (95%CI 
13.9-15.6) with a median of 15.5. The EMIC scores were normally distributed. The difference 
between the means was not significant (2-tailed p-value=0.387, t-test). A positive 
association was found among community members between the EMIC score and being over 
80 years old, having had primary and secondary school education, and living in a family with 
more than 5 members. A negative association was found between the EMIC score and living 
in better quality houses than a cottage or shelter (Table 2). The percentage of community 
members with an EMIC score ≥ 8 was 75.4 (95%CI 69.9-80.9) while that of health workers 
was 85.6 (95%CI 81.1-90.1). This difference was significant at the 5% level (p=.007, Chi2 
test). 
Results of the two monitoring and evaluation rounds: the process  
Activities 
The formal health care group of Huay Yaijew sub-district  
In the first M&E round we found that the district hospital officers had organised a leprosy 
training course for key community members all over the district with the hope that they 
would transfer their knowledge to the communities in their respective areas. The other 
planned interventions had not been conducted yet. 
In the second M&E round, we found that the district hospital officer and his team had 
organised training for village health volunteers and people with leprosy-related disability on 
leprosy and prevention of disability (POD) to enable them to practise self-care. They also 
trained health volunteers to instruct and monitor people with leprosy-related disability 
regarding self-care. However; during home visits, the village health volunteers still focused 
only on general health, not on self-care or socio-economic aspects. 
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Table 2  Multiple regression analysis to investigate an association between personal factors 
and the EMIC stigma score in the de-stigmatisation study in Thailand 
 
Model Coefficients P-value 
B SE 
Sex 1.039 1.340 .439 
Age    
- 30-39 -1.113 3.121 .722 
- 40-49 -0.852 2.911 .770 
- 50-59 2.012 2.984 .501 
- 60-69 2.339 3.199 .465 
- 70-79 4.857 3.376 .152 
- ≥80 7.791 3.931 *.049 
Education    
- Primary school 5.797 1.890 *.002 
- Secondary school 6.596 2.456 *.008 
Marital status -0.307 1.624 .850 
Number of family members    
- 2-4 3.193 2.035 .118 
- ≥5 4.285 2.146 *.047 
Types of house    
- Small house with weed roof -21.362 7.727 *.006 
- Small house with tile and zinc roof -17.012 6.452 *.009 
- Concrete house -18.674 6.654 *.005 
- Others (Wooden house with high lifted 
floor 
-19.855 6.544 *.003 
Income/month (THB)    
- 2 001-5 000  1.067 1.768 .547 
- 5 001-10 000  -.786 1.990 .693 
- ›10 000 1.213 2.869 .673 
- Do not answer -1.649 3.167 .603 
Occupation    
- Trading -3.949 4.061 .332 
- Agriculture 1.682 1.741 .335 
- Unemployed -2.497 2.421 .303 
- Others -1.819 3.116 .560 
 
a Dependent variable: Total leprosy EMIC score  
*Predictor in the model  
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The local volunteer group of Nangdad sub-district 
In the first M&E round, we found that the local volunteers had carried out most of the 
planned activities, except the Information, Education and Communication (IEC). Most 
people affected by leprosy were in need of both physical and socio-economic support. Some 
of them gave priority to economic issues. For instance one person with leprosy-related 
disability who lived in a very poor and unhygienic house did not practise self-care and 
refused the offer of Nangdad sub-district administrative organisation (SDAO) to renovate his 
house. He told the interviewer and the local volunteers that he needed a government 
leprosy allowance or micro-credit fund, not a better house. Some of them had a conflict 
with their relatives. At the end of the M&E round, the findings were discussed. The local 
volunteers group agreed to try and solve the problems that had been raised. 
In the second M&E round, it was found that the problems encountered in the first round 
had been solved to some extent. The person with leprosy-related disability had accepted 
the offer of the sub-district administrative organisation (SDAO) to renovate his house. The 
local volunteers had tried to establish an understanding between people affected and their 
relatives. However, the volunteers could not fulfil their wishes for a government allowance 
or micro-credit fund. Information, Education and Communication (IEC) activity had been 
carried out through traditional drama with the participation of people affected to inform 
the community members about leprosy. 
The self-help group of Bantan sub-district  
In our first M&E round, we found that SHG members had jointly carried out income-
generating earning activities through producing traditional handicrafts. The SHG chief was 
responsible for acquiring raw materials and selling the products, while the rest were 
responsible for making them. Bamboo weaving skills were transferred to the SGH members 
by an elderly man with one arm amputated. These active members also carried out home 
visits. They visited the elderly people with leprosy-related disabilities who stayed at home 
because of aging and stigma. They met at least once a month to talk and discuss any issues 
raised. The problems found in this first M&E round were the dominant behaviour of the SHG 
chief and the lack of leprosy knowledge and self-care skills of the members. After the first 
round, the local health and administrative officers organised training on occupational and 
group working skills, leprosy knowledge and self-care practice. 
In our second M&E round, there was progress in the group activities. The SHG chief had 
moderated his dominant behaviour while the others were more confident in expressing 
their views. During the course of the home visits, SHG members had instructed the elderly 
persons with leprosy-related disabilities and their care givers in practicing self-care. The 
group expanded their income-generating activities by investing in a small fish farm. They 
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had joined district health campaigns by joining in a procession, and by organising an 
exhibition booth to distribute leprosy knowledge to the community through posters and 
games. These activities were conducted with the support of the local officers and a research 
team. 
Stakeholder representation 
The formal health care group of Huay Yaijew sub-district  
The members were 4 health officers from the district and sub-district level, and 5 village 
health volunteers who were responsible for villages where persons affected by leprosy 
resided. There was no involvement of people affected by leprosy or the local administrative 
organisation. The district hospital officer (a nurse responsible for the district leprosy 
programme) acted as the chief of the intervention with the support of health officers at sub-
district level or sub-district health promotion hospital (SDHPH) and health volunteers of the 
villages in which people with leprosy-related disability resided. 
The local volunteer group of Nangdad sub-district 
The group involved representatives of different stakeholders. There were village health 
volunteers who were close to people affected by leprosy as some of them lived in the same 
village as people affected; the SDHPH nurse responsible for community health; the officer of 
the SDAO responsible for the well-being of community members. People affected by leprosy 
were invited to participate in the process of intervention design and formulation of plans. 
The local volunteer group consisted of 81 members of whom 8 were assigned to implement 
the leprosy-related POA under the support of the SDHPH nurse and SDAO officer. The 
SDHPH nurses and the chief of Nangdad sub-district administrative organisation (SDAO) 
acted as the group consultants who supervised interventions.  They also provided support 
for managerial and organisational processes such as accessing vehicles and meeting rooms, 
drafting proposals etc. The 8 local volunteers provided physical rehabilitation services to 
people with leprosy-related disability by conducting home visits to give instruction on and 
monitor self-care practice, to give psychological support, to assess the needs of people with 
leprosy-related disability; coordinating with organisations concerned in helping people 
affected; and promoting positive attitude towards leprosy by launching Information, 
Education, and Communication (IEC) activities. 
The self-help group of Bantan sub-district  
The group also involved representatives of different stakeholders similar to the local 
volunteer group. The group members were 5 persons affected by leprosy residing in Bantan 
sub-district and 6 people with other disabilities. Village health volunteers, a nurse of the 
district hospital (responsible for the district leprosy programme), and the local 
administrative officer (responsible for the community well-being) acted as the group 
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consultants who supervised interventions launching and, like their counterparts in the 
volunteer group, provided managerial and organisational support.  The group members 
actively formulated a POA facilitated by a researcher with additional comments from the 
consultants. The POA was carried out by the group members with strong support from the 
consultant team particularly the nurse from the district hospital.  
Researchers who were health officers at provincial, regional, and central levels acted as 
consultants and supervisors of the interventions launched by these three different groups. 
Process structure 
The formal health care group of Huay Yaijew sub-district  
All members of the group knew the objective of the interventions, the POA and their roles. 
A nurse of the district hospital, who was also a district leprosy programme manager, was 
responsible for making decisions and for launching the POA with the additional comments 
and support of sub-district health officers and village health volunteers. 
The local volunteer group of Nangdad sub-district 
The process was transparent. The eight members of the group understood the interventions 
and the POA. Some of them had participated in the process of designing the interventions 
and the plan was formulated together with a nurse of the SDHPH. The chief of SDAO had not 
participated, but he was informed of the interventions, their objectives and the POA by a 
SDHPH nurse. All eight members and the consultants knew their roles and understood the 
decision-making process that was made through group discussion. 
The self-help group of Bantan sub-district 
All SHG members and consultants were aware of and understood the intervention and POA. 
They knew their roles and that the decision making process was done through group 
discussion. 
Process management 
The formal health care group of Huay Yaijew sub-district  
Coordination was done through telephone conversations or face to face meetings among 
health officers at district and sub-district levels. Planned activities were organised by a nurse 
of the district hospital with the cooperation of sub-district health officers and village health 
volunteers. The leader of the group, a nurse of district hospital, was competent enough to 
lead the group as he had been responsible for leprosy and tuberculosis related tasks for 
many years. 
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The local volunteer group of Nangdad sub-district 
The chief of the group, a local volunteer, facilitated the group work by arranging a meeting 
at least once a month to discuss their POA and any related issues. The meeting atmosphere 
was friendly and enjoyable. All members admired the chief who acted as a chairman for the 
way she facilitated the group process. She respected the members and gave them equal 
opportunity to express their views. The group rules were written by group members. 
Activities mentioned earlier were carried out according to the plan. 
The self-help group of Bantan sub-district 
A meeting was organised at least once a month to monitor the plan of action, to talk and 
discuss about the members’ health condition and any other issues raised. A person with 
leprosy-related disability acted as a chairman for the meeting. He was competent enough to 
lead the group. Health volunteers, the nurse of the district hospital and the administrative 
officer, who acted as group consultants, observed the meeting and added their points of 
view when needed. The group rules were written by group members. 
Capacity building 
The formal health care group of Huay Yaijew sub-district  
The district health officer organised leprosy training for the health officer of the SDHPH and 
the village health volunteers to enable them to transfer their knowledge to the community 
and to support self-care practices of people with leprosy-related disability. Two persons 
with disabilities also attended the same training. They were trained how to do self-care and 
received prevention of disability (POD) materials distributed by health unit to practise self-
care at home. 
The local volunteer group of Nangdad sub-district 
To enable and support people with leprosy-related disability to practise self-care, two group 
members and three people with leprosy-related disabilities attended the small group 
training on leprosy and POD, which was organised by Bantan sub-district. The group 
members also attended a national workshop to present their work and exchange 
experiences with other local volunteer groups all over the country. 
The self-help group of Bantan sub-district 
The SHG members needed capacity building in terms of income generation, group working 
process, and POD. Capacity building activities were arranged accordingly by the consultant 
team. Apart from that, SHG members also had a chance to attend the SHG training 
organised by the RPSI. 
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Coalition building 
The formal health care group of Huay Yaijew sub-district  
It was not difficult to get financial support for the intervention as a district hospital nurse, 
the leader of this intervention, was involved in the district health promotion fund. However, 
the micro-credit fund was not easy to access since this was available only at the provincial 
level and required a complicated process in terms of application and selection. 
The local volunteer group of Nangdad sub-district 
The small fund was established through donations from the group members, the national 
leprosy foundation or Raj Pracha Samasai (RPS) Foundation, and fund raising activities. This 
fund was used for acquiring some materials needed by people affected by leprosy and other 
underprivileged groups, such as the poor, the elderly and people with physical challenges. 
There was a complaint from the group about the fact that the fund was insufficient to 
support the group activities. Although there was micro-credit fund available at provincial 
level, neither the first line consultant of the group nor the SDHPH nurse attempted to 
support the group to gain access to this fund, because of the complicated and difficult 
process with only a small chance of a favourable response. However, the nurse supported 
the group to contact the chief of the SDAO to help improve the house condition of one man 
affected by leprosy who had lived under poor hygienic circumstances. 
The self-help group of Bantan sub-district 
The group’s first small fund was obtained through donations from the group members and 
the consultant team. Additional funds were obtained through selling the group products. 
They used this fund to invest in their small income-earning activities. The group wanted to 
have more funds to expand their business. The first line consultant, a nurse of the district 
hospital, was willing to help them to go through the application process, but could not 
because two group members were not able to pay their previous debt back to the provincial 
micro-credit fund before applying for a new loan. The group then decided not to apply for 
the loan, but to collect the money obtained from their income-generating activities little by 
little to be used as a business-expansion fund in the future. 
For home visits, training, and Information, Education and Communication (IEC) activities, the 
group received support for one year from an overseas non-government organisation. Even 
though the funds were limited, there was still a chance in the future for the group to seek 
funds from SDAO to run their activities. 
        
134 
 
Results of the two monitoring and evaluation rounds: the outcomes 
The results of the monitoring and evaluation of the outcomes of the interventions are given 
below. 
Direct outcomes 
The formal health care group of Huay Yaijew sub-district  
In the first M&E round, we did not visit people affected by leprosy because we had been 
informed by a district hospital nurse and a SDHPH health officer that they had not launched 
interventions that targeted people affected by leprosy yet. 
In the second M&E round, we compared the self-care outcomes of people affected by 
leprosy with that of pre-intervention survey and found that their hygiene was a bit 
improved in terms of cleanliness of body and clothing but that the conditions of their 
impairments were no better.  
The local volunteer group of Nangdad sub-district 
In the first M&E round, we found no change in terms of physical or socio-economic aspects. 
Even though the group members, who said that they were no longer afraid of leprosy and 
were willing to help, had visited and assessed the needs of persons affected by leprosy, 
there was no appreciation expressed by the persons affected. Most of them still isolated 
themselves and did not want to talk to other people. There were comments made by some 
community members that the group should not help persons affected by leprosy as some of 
them were anti-social, drank alcohol, gambled, and did not work. Some community 
members commented that people affected should be assisted by their relatives, not by 
other people. One local volunteer told a researcher that  
 “It is difficult to ask community members to help uncle [X] as he is lazy, aggressive, 
scolds people, drinks alcohol, and gambles. His relatives are rich, but they don’t help 
him. If he has money, he will gamble.” 
In the second M&E round, we found improvement of impairments and hygiene of some 
affected people as a result of regular self-care practice and house renovation with the 
support of their relatives, the local volunteers and the SDAO. People affected were more 
confident in meeting people. However, some of them had not practised self-care and were 
not satisfied with the group assistance as their wishes for a leprosy allowance and micro 
credit fund had not been fulfilled. A person with leprosy related disability told an 
interviewer that  
 “I don’t want a new or a clean house. I can not eat it. I want money to buy food.” 
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The self-help group of Bantan sub-district 
In the first M&E round, some persons with leprosy-related disabilities did not practicse self-
care. Some of them did, but their technique was not technically correct. In terms of social 
aspects, people with leprosy-related disabilities contacted more people than before. This 
was demonstrated by their willingness to visit other people and to join the monthly 
meeting. They were more confident to talk and express their views than before. During the 
first M&E round there were no signs of cooperation from the families of the self-help group 
members. The wife of the group leader told a research team that  
“I don’t want disabled people to come to my house. They drink alcohol when they 
meet. I don’t like.” 
In the second M&E round, most of the persons with leprosy-related disabilities practised 
self-care, with the exception of the SHG chief, who tended to focus on the group activities 
instead of his own health. There were more contacts between the SHG members and 
people in the community, including decision makers of different organisations, on many 
occasions. A nurse of district hospital told a researcher about a woman with leprosy related 
to disability that  
 “Aunt [Y] never goes to a temple since she has a disability, now she goes.” 
The group members were proud of themselves as they had a group, had a chance to support 
one another, and to join community events. Not only persons affected by leprosy benefited 
from this self-help group, but also people with other disabilities joined the group. They 
learned how to work as a team. A young man who has disability related to poliomyelitis said  
 “My life has become meaningful. I have a group to do activities together. I have 
someone to talk with, instead of sitting and thinking only about myself, lonely at 
home.”  
The other community members were interested and admired the SHG for their contribution 
to community’s activities. There was more cooperation from the families of the self-help 
group members. For instance the wife, the daughter, the son in law, and two nieces of the 
leader of the group, the mother of another group member, a man with another disability 
and the daughter of an old woman with leprosy-related disability all became involved. The 
house of the leader became a place used for some group activities with the participation of 
his family. 
Indirect outcomes 
As a result of the interventions; we found that people involved such as those affected by 
leprosy, people with other disabilities, health volunteers and local volunteers had acquired 
knowledge about leprosy and POD. Local administrative and health officers in the areas 
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where local volunteers and self-help group operated told the research team that the groups 
helped them with their home visits and other tasks. 
The qualitative results or the outcomes showed indications of positive changes of stigma 
and attitudes among people affected by leprosy and community members in the areas 
where interventions were launched by the local volunteer and the self-help group.  
4. DISCUSSION  
The baseline survey showed a high proportion of community members and health workers 
who perceived stigma against persons affected by leprosy (75.4 and 85.6% respectively). 
This is consistent with the recent study of Adhikari et al in Western Nepal, who found high 
median EMIC score of 12 (range 0-30) among community members (27). Seventy-five 
percent of community members and 86% of health workers scored above the cut-off of 8, 
indicating a definite perception of negative attitudes. This shows there was ample 
justification for designing and launching de-stigmatising interventions. 
The conceptual model of Sartorius implies that there are multiple points at which the vicious 
cycle of stigma can be interrupted (8). The scanty evidence regarding effectiveness of de-
stigmatising interventions shows that simultaneous use of multiple strategies is likely to be 
the most effective approach (28). The de-stigmatising interventions launched in the three 
areas were similar in terms of promoting positive attitudes towards leprosy, providing 
rehabilitation services to people with leprosy-related disability, and supporting people with 
leprosy related disability in income generation. They were conducted by different groups: 
the formal health care group, the local volunteer group, and the self-help group. As there 
were different factors involved in the different groups, we could not make formal 
conclusions as to which kind of intervention was the best. However, some lessons can be 
drawn for future interventions, based on the results of the responsive evaluation.  
The formal health care group. This represents the conventional approach of launching any 
health intervention in Thailand, where health units at provincial, district and sub-district 
level are responsible for all health-related conditions under the supervision and technical 
guidance of specialised technical organisations at regional and central level. At the most 
peripheral or sub-district level, there are village health volunteers who help health officers 
with simple health care services, such as measuring blood pressure or body weight 
monitoring. Providing knowledge about leprosy to the community and providing 
rehabilitation services to people with leprosy-related disability were tasks supposed to be 
carried out by health services at district and sub-district levels where people affected by 
leprosy resided to promote their early diagnosis and good quality of life. The interventions 
carried out by the formal health care group in this study represent the formal health care 
system in Thailand in general, in which there is no participation of people affected by 
leprosy, their community or family members. The people affected were not empowered or 
given a chance to contribute to the activities that directly related to them. The community 
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members were not aware of the problem of people affected and had no sense of 
responsibility and ownership. Training was conducted in a blanket fashion, not addressing 
local attitudes and perceptions regarding to leprosy. 
Based on our observations, comparing the findings of the first and second M&E rounds, 
there was some evidence of improved hygiene in greater cleanliness of body and clothes. 
However, there was no evidence of improved daily self-care practice. Economic 
rehabilitation had not been conducted even though it was one of the specified 
interventions. This phenomenon is common in the health care services in Thailand, where 
health organisations do not pay attention to the socio-economic problems of their target 
groups because they consider this to be the task of other organisations. Moreover, they are 
already overwhelmed with the workload of other health conditions. Because the quality of 
life of people does not include only physical health, but also socio economic aspects of life, 
health providers should liaise with local administrative authorities, who have the mandate 
to promote the well-being of the community, to address the problems of people affected. 
The low level of participation of people affected by leprosy, their community and family 
members may be reasons why no changes were found in terms of attitudes and stigma 
among people affected and community members in this area. 
The local volunteer group. This group was similar to the formal health care group in terms 
of its structure, and also included volunteers as group members. However, the process 
management was different. The local volunteers worked as a team and ran the intervention 
independently, while under the formal health care system, the village health volunteers 
worked individually following the order of the SDHPH officer. It was shown that some 
people with leprosy-related disability showed reduced signs of self-stigma, such as more 
contact with other community members in a positive manner, better hygiene, and better 
self-care practice. These results were partly attributed to the home visits and the drama 
performed by the local volunteers, who were no longer afraid of leprosy as they had been 
trained in leprosy and POD. Moreover, the relatives of people with leprosy-related disability 
gradually became involved in the rehabilitation process, such as in supporting self-care 
practices and accompanying them to attend care for complicated wounds. It would be 
shameful for the relatives if they let the local volunteers, who were considered outsiders, 
help their family members without their involvement. There was no involvement of relatives 
in the area of the formal health care group, because the village health volunteers did not 
take care of people with leprosy-related disability beyond their routine duty. The village 
health volunteers in the formal health care group did not pay attention to the wishes of the 
people with leprosy-related disability to get micro-credit, since this was a wish of all poor 
villagers who did not have access to micro-credit either, not only of people affected by 
leprosy. Resources were insufficient to provide micro-credit to all. 
In the stigma reduction intervention in the area of the local volunteer group, community 
members who acted as volunteers were involved in the process right from the beginning of 
the intervention. They were gradually empowered and built a sense of responsibility and 
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ownership by participating in every step of the activities ranging from formulating a plan of 
action, implementing the plan, and presenting results at a national workshop. The families 
of people affected also gradually took part in the rehabilitation process. A local organisation 
also took part in the rehabilitation process by providing funds for renovating houses of 
people affected.  
As a result, there were some changes in terms of social participation of people affected who 
had more positive contact with their relatives and community members. The volunteers of 
the group who were also community members were not afraid of leprosy anymore. This 
change may be because they had knowledge and were in contact with people affected by 
leprosy. This finding supports the studies of Arole et al and Awofeso who considered that 
education should be part of any strategy aimed at reducing leprosy-related stigma (4;29). It 
also supports the report of World Health Organisation, which mentions that contact 
between people living with HIV and community helps in addressing misinformation and 
establishing empathy (30). However, no qualitative evidence was found in terms of changes 
of attitudes and perceptions among other community members. More time may be needed 
for information transmission from health volunteers to others.  
The self-help group. This group was quite different from the others, as it was run by people 
with leprosy-related or other disabilities under close supervision of a local health officer and 
the officer of the local administrative organisation. The self-esteem of people with leprosy-
related disability increased as they could make decisions by themselves, for instance which 
activities should or should not be done. They had a chance to show their ability in carrying 
out the group activities, join community events, gain new experiences and knowledge, and 
earn more income. As a result of more contact between the community and the SHG 
members, there were signs that the community’s attitudes changed, such as that other 
community members showed interest in and admired the group’s activities. These 
outcomes support the study of Ebenso et al in Nigeria, who found a positive impact of socio-
economic rehabilitation on the self-esteem of people affected by leprosy (19). They also 
support the findings of Apinundecha et al, who carried out HIV/AIDS de-stigmatising 
interventions in Thailand, and suggested that community interventions that empower the 
community, combined with a financial contribution to reduce resource constraints, are a 
useful and effective means of increasing interaction between people living with HIV/AIDS 
(PLWHA) and other community members, increasing tolerance and reducing HIV/AIDS 
stigma (31). 
Our findings show that there was a notable improvement of self-esteem and social 
participation of SHG members, who were people with disability related to leprosy and other 
health conditions. This may be because they had fully participated in the group activities 
and community events that also lead to the changes in the community’s attitudes.  
These three strategies of delivering de-stigmatising interventions: by formal health care 
system, by local volunteers, and by SHG had the same main objective, to reduce stigma 
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related to leprosy. Specific interventions were also similar. The differences were in how the 
activities were conducted, and the type of people who took part in each activity. Results 
seem to indicate that the more people affected, their families and community members 
participated, the more positive the changes in attitudes and behaviours occurring among 
them. The findings support the hypothesis of this study, which was that involving different 
stakeholders, particularly the beneficiaries themselves, in conducting de-stigmatising 
interventions would increase their social participation and self-esteem and would gradually 
lead to changes of attitude and perception in the community. However, tailor-made IEC 
activities are still needed to address the negative attitudes and perceptions of the wider 
community regarding leprosy. 
During the first two rounds, the M&E was done qualitatively. This gives good insight into the 
perceived changes and the possible reasons. However, some aspects of stigma had not been 
addressed sufficiently during the first 10 months, for instance the attitudes and perceptions 
on leprosy among community members and health providers, to show a quantitative 
difference in stigma. We therefore decided to extend the de-stigmatising interventions for 
another four months. The activity expected to be conducted during this time was providing 
community members and health workers with education based on information obtained 
from the pre-intervention stigma assessment. The quantitative results, of the interventions 
using the EMIC stigma scale were measured after the extended four months. The results of 
this third M&E round will be presented in a separate paper.  
5. CONCLUSION 
This intervention study, analysing three different approaches to de-stigmatisation, showed 
that the most effective de-stigmatising interventions were those that involved local 
stakeholders, including the beneficiaries themselves. Their involvement helps to facilitate 
the improvement of self-esteem and social participation of people affected by leprosy and 
the contact between people affected and other stakeholders. This results in a reduction of 
community’s negative attitude. Quantitative follow-up research will analyse the extent to 
which this could eventually interrupt the vicious cycle of stigmatisation. 
ETHICAL APPROVAL  
The study was approved by the ethics committee of the Department of Disease Control, 
Ministry of Public Health of Thailand. After explaining the study, the participants were asked 
to give informed consent. The participants could refuse to answer any specific questions, if 
they wanted to. 
ACKNOWLEDGEMENTS 
We would like to thank all participants of the interventions who are people affected by 
leprosy, community members and health officers of Bantan, Nhong Bua Daeng, Tepsatit, 
Bumnet Narong districts for their valuable information. Our thanks go to Dr Choorat 
        
140 
 
Koosakulrat, the Provincial Chief Medical Officer of Chaiyaphum for allowing his staff to 
assist our study process. We would like to thank Dr Ruch Wongtrungkapun, Director of Raj 
Pracha Samasai Institute, for the resources and support given to our study team. We also 
would like to thank Prof dr Jacqueline Broerse for critically reading a manuscript and useful 
suggestions. 
COMPETING INTERESTS 
The answers to the questions on competing interest are all ‘no’ , and therefore have nothing 
to declare 
 
 
        
141 
 
References 
(1)  Idawani C, Yulizar M, Lever P, Varkevisser C. Gender, leprosy and leprosy control: A 
case study in Aceh, Indonesia. Amsterdam: KIT; 2002. 
 (2)  Weiss MG, Ramakrishna J, Somma D. Health-related stigma: rethinking concepts and 
interventions. Psychol Health Med 2006 Aug;11(3):277-87. 
 (3)  van Brakel WH. Measuring health-related stigma--a literature review. Psychol Health 
Med 2006 Aug;11(3):307-34. 
 (4)  Arole S, Premkumar R, Arole R, Maury M, Saunderson P. Social stigma: a comparative 
qualitative study of integrated and vertical care approaches to leprosy. Lepr Rev 
2002 Jun;73(2):186-96. 
 (5)  Rafferty J. Curing the stigma of leprosy. Lepr Rev 2005 Jun;76(2):119-26. 
 (6)  Moreira T, Varkevisser C. Gender, leprosy and leprosy control: A case study in Rio de 
Janeiro State, Brazil. Amsterdam: KIT; 2002. 
 (7)  Alubo O, Patrobas P, Varkevisser C, Lever P. Gender,leprosy and leprosy control: A 
case study in Plateau State, Nigeria. Amsterdam: KIT; 2003. 
 (8)  Sartorius N. Lessons from a 10-year global programme against stigma and 
discrimination because of an illness. Psychol Health Med 2006 Aug;11(3):383-8. 
 (9)  Nicholls PG, Wiens C, Smith WC. Delay in presentation in the context of local 
knowledge and attitude towards leprosy--the results of qualitative fieldwork in 
Paraguay. Int J Lepr Other Mycobact Dis 2003 Sep;71(3):198-209. 
 (10)  de Stigter DH, de GL, Heynders ML. Leprosy: between acceptance and segregation. 
Community behaviour towards persons affected by leprosy in eastern Nepal. Lepr 
Rev 2000 Dec;71(4):492-8. 
 (11)  Burathoki K, Varkevisser C, Lever P, Vink M, Sitaula N. Gender, leprosy and leprosy 
control: A case study in the far west and eastern development region, Nepal. 
Amsterdam: KIT; 2004. 
 (12)  Barrett R. Coping with the stigma of leprosy in northern India. Atlanta, Georgia: 
Emory University; 1999.  
 (13)  van Brakel WH, Sihombing B, Djarir H, Beise K, Kusumawardhani L, Yulihane R, et al. 
Disability in people affected by leprosy: the role of impairment, activity, social 
participation, stigma and discrimination. Glob Health Action 2012;5. 
 (14)  Volinn IJ. Issues of definitions and their implications: AIDS and leprosy. Soc Sci Med 
1989;29(10):1157-62. 
        
142 
 
 (15)  Try L. Gendered experiences: Marriage and the stigma of leprosy. Asia Pacific 
Disability Rehabilitation Journal 2006;17:55-72. 
 (16)  Brown W. Can social marketing approaches change community attitudes towards 
leprosy? Lepr Rev 2006 Jun;77(2):89-98. 
 (17)  Predaswat P. Khi Thut, The disease of social loathing. An anthropology of the stigma 
in rural Northeast Thailand [PhD thesis]. University of California; 1992. 
 (18)  Cross H, Choudhary R. STEP: an intervention to address the issue of stigma related to 
leprosy in Southern Nepal. Lepr Rev 2005 Dec;76(4):316-24. 
 (19)  Ebenso B, Fashona A, Ayuba M, Idah M. Impact of socio-economic rehabilitation on 
leprosy stigma in Northern Nigeria: Findings of a retrospective study. Asia Pacific 
Disability Rehabilitation Journal 2007;18:98-119. 
 (20)  Williams PG, Dewapura D, Gunawardene P, Settinayake S. Social marketing to 
eliminate leprosy in Sri Lanka. Soc Mar Q 1998;4(4):27-31. 
 (21)  Srisak N. The disease that cripples: Leprosy, reaction and compliance in Northern 
Thailand. [PhD thesis]. University of Queensland; 1997.  
 (22)  Lemeshow S, Hosmer D, Klar J, Lwanga SK. Adequacy of sample size in health studies. 
Chichester, England: John Wiley& Sons Ltd. for World Health Organisation; 1990. 
 (23)  Terwee CB, Bot SD, de Boer MR, van der Windt DA, Knol DL, Dekker J, et al. Quality 
criteria were proposed for measurement properties of health status questionnaires. 
J Clin Epidemiol 2007 Jan;60(1):34-42. 
 (24)  Swaans K, Broerse J, Meincke M, Mudhara M, Bunders J. Promoting food security 
and well-being among poor and HIV/AIDS-affected household: Lessons from an 
interactive and integrated Approach. ScienceDirect 2009 Feb;22(1):31-42. 
 (25)  Stake R.E. To evaluate an arts program. Evaluating the arts in education: A 
responsive approach. In: R.E.Stake, editor.Columbus Ohio: Merrill; 1975. p. 13-31. 
 (26)  Guba E.G., Lincoln Y.S. Fourth generation evaluation. Sage Publications.; 1989. 
 (27)  Adhikari B, Shrestha K, Kaehler N, Raut S, Chapman SR. Community attitudes towards 
leprosy affected person in Pokhara municipality of Western Nepal. J Nepal Health 
Res Counc 2013 Sep;264-8. 
 (28)  Heijnders M, Van Der Meij S. The fight against stigma: an overview of stigma-
reduction strategies and interventions. Psychol Health Med 2006 Aug;11(3):353-63. 
 (29)  Awofeso N. Appraisal of the knowledge and attitude of Nigerian nurses toward 
leprosy. Lepr Rev 1992 Jun;63(2):169-72. 
        
143 
 
 (30)  World Health Organisation. World AIDS day 2002 advocacy kit [internet]. 2002 [cited 
2014 Feb 24]. Available from: http://data.unaids.org/Pub/manual/2002/20021021 
_wad_kit_en.pdf.  
 (31)  Apinundecha C, Laohasiriwong W, Cameron MP, Lim S. A community participation 
intervention to reduce HIV/AIDS stigma, Nakhon Ratchasima province, northeast 
Thailand. AIDS Care 2007 Oct;19(9):1157-65. 
 
 
 
 
        
144 
 
        
145 
 
 
Chapter 10 
The effectiveness of de-stigmatising interventions 
 
Silatham Sermrittirong1, Wim H Van Brakel2,3, J.F.G.BUNDERS-AELEN2  
Gomes Unarat1, Pojana Thanyakittikul1 
 
1Raj Pracha Samasai Institute, Department of Disease Control, Thailand  
2Athena Institute, VU University, Amsterdam, Netherlands 
3Netherlands Leprosy Relief (NLR), Amsterdam, Netherlands 
 
ABSTRACT 
 
Aims: This study was conducted to assess the effectiveness of the de-stigmatising 
interventions which were launched by three different groups of people. 
Study design: Cross-sectional survey 
Place and Duration of Study: Raj Pracha Samasai Institute and Chaiyaphum province, 
Thailand, May 2013. 
Methodology: The study was done in three districts of Chaiyaphum province, Thailand. 
Community members and health workers were interviewed using the Explanatory Model 
Interview Catalogue (EMIC) scale. Frequency tables were used to describe the percentage of 
respondents who perceived stigma. A p-value of <0.05 was considered indicative of a 
statistically significant difference. A T-test was applied to compare between the mean EMIC 
scores of community members and health workers before and after interventions. 
Results: It was found that de-stigmatising interventions involving affected persons resulted 
in a measurable reduction of perceived stigma related to leprosy among community 
members and health workers. In the area of a self-help group (SHG) significant reductions 
were found in the mean EMIC score after interventions. There was no reduction of 
perceived stigma either among community members or health workers in the area where a 
de-stigmatising interventions were launched by a formal health care group. A high 
percentage of people with perceived stigma were still found in all areas (ranging from 77 to 
85 %). 
Conclusion: Involving the community and people affected themselves in de-stigmatising 
interventions, and tailor-made education are keys to success in reducing stigma related to 
leprosy. Sustaining of the intervention is important to ensure a gradual reduction of stigma 
in the long run. 
 
Keywords: assessment, attitude, effectiveness, interventions, leprosy, perception, stigma 
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1. INTRODUCTION  
Stigma related to leprosy is caused by visible manifestations in people affected by leprosy, 
beliefs regarding causes of the disease and its treatment, fear of transmission, association of 
those affected with groups of people perceived as ‘inferior’, and public health measures 
that treated leprosy differently from other diseases (1-6). 
Stigmatising bahaviours and measures have differed over time. Before the discovery of 
dapsone in the 1940s, stigma against leprosy manifested through compulsory identification 
of leprosy patients, which was accomplished through special clothing or ringing bells when 
approaching others, restriction to begging as the only means of survival, and forced 
segregation measures (7). After the discovery of dapsone, a gradual shift to outpatient care 
was implemented (8;9). In this latter phase, overt and structural discrimination has gradually 
reduced, for example, people affected try to conceal their diseases and practise self-
isolation (1;10;11). The community expressed their negative attitudes towards the patients 
by avoiding them or forcing them to leave home (1;12;13). 
Stigma has an impact on people affected by leprosy in terms of mental health, economic 
status, marriage and education, and timely and regular treatment. However, the 
manifestation of stigma may be different or change depending on visible signs, social status 
of people who have (had) leprosy, gender and social distance between affected persons and 
those who stigmatise (1;14-17). 
To reduce stigma related to leprosy, de-stigmatising interventions were designed and 
launched in three different ways, through a formal health care group, a local volunteer 
group and a self-help group in three districts of Chaiyaphum province, Thailand. The first 
intervention group was conducted through the formal health care system in which a district 
health officer who worked at a district hospital acted as the head of the project, assisted by 
health officers of a health promotion sub-district hospital and health of a health officer of 
health promotion at a sub-district hospital. The third was operated by a group of people 
with leprosy-related disability and by people with other disabilities. The third volunteers. 
The second intervention group was conducted by the local volunteers group under the 
supervision intervention group was supported by a health officer and a local administrative 
officer who were responsible for the health and the welfare of the people in that area. 
Before launching the three interventions, a community survey was done. It was found that 
community members and health providers perceived leprosy as a disease associated with 
dirtiness, bad odour, oozy wounds, unpleasant skin and impairments [Unpublished data]. 
Most community members thought leprosy was hereditary and incurable. Each group 
formulated their own plan of action with the facilitation of a research team. 
The formal health care group addressed two causes of leprosy-related stigma, impairments 
and personal hygiene, by training the health volunteers, who were responsible for home 
visits, on how to instruct and supervise people with leprosy-related disability in practicing 
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self-care. During the same training course, people with leprosy-related disability were 
trained to do self-care and provided related materials. In terms of misconceptions and 
harmful beliefs, health volunteers were asked to disseminate the facts about leprosy to 
community members in the area under their responsibility. 
In the second intervention group, local volunteers addressed causes of stigma in terms of 
impairments and personal hygiene by visiting people with leprosy-related disability to 
instruct and supervise their self-care practice and also to support them in case of mental 
suffering. They approached relatives of people affected and a local administrative 
organisation to renovate and improve the houses of people with leprosy-related disability, 
who lived in poor unhygienic circumstances. To address misconceptions and harmful beliefs, 
they disseminated the fact that leprosy is curable and not hereditary through person to 
person communication and performed local drama with the participation of people with 
leprosy-related disability. Before carrying out related activities, local volunteers were 
informed by the research team and a community nurse about the facts regarding leprosy 
and self-care practices. 
The SHG addressed the causes of stigma in terms of impairments and hygiene by practising 
self-care and improve their personal hygiene. They also visited and taught self-care to 
people with leprosy-related disability who were elderly or unable to go out. In terms of 
misconceptions and harmful beliefs, they empowered each other by establishing income 
generation activities among group members. They participated in community events, taking 
part in a district health rally and organising an exhibition to disseminate the facts about 
leprosy through display boards and games. Before carrying out these activities, the SHG 
members were trained on leprosy and self-care, and income generation activities. 
Monitoring and evaluation was done twice, 5 and 10 months after the launching of the 
interventions. It was found that the self-esteem and social participation of the SHG 
beneficiaries had changed more than those of the volunteer group, while there was no 
change in those of the formal health care group. The attitudes of the community towards 
leprosy had changed slightly according to information obtained by in-depth interviews and 
Focus Group Discussions (17). To promote attitude changes, the research team decided to 
provide information about leprosy to the community. 
Information about leprosy was provided to health providers and community members of all 
three study areas, except to the health officers of Tepsatit district hospital. Leprosy 
information was given to health volunteers of Huay Yaijew sub-district of Tepsatit district 
using existing leprosy training materials designed by the national leprosy programme for use 
all over the country. In Nhong Bua Daeng and Bantan district, leprosy information was given 
using training materials that had been adjusted to focus on addressing negative attitudes 
and misperceptions of the community regarding leprosy. 
This study was conducted to determine the effectiveness of the above mentioned three 
intervention strategies. We assessed the perceived stigma of community members and 
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health providers on leprosy and compared the results with the baseline data obtained 
before the interventions were launched. 
2. MATERIAL AND METHODS  
After 14 months an evaluation was done in the areas where the interventions were 
launched, which were Tepsatit, Nhong Bua Daeng and Bantan districts of Chaiyaphum 
province in the North-eastern region of Thailand. 
2.1 Selection criteria and sampling 
The respondents consisted of 177 of community members who lived in the same village as 
people affected by leprosy. Subjects were selected by systematic sampling using a list of 
names from the local health officer. The number of eligible people for each sub-district 
varied from 500 to 700. As the required number of respondents was 60 from each sub-
district, every 8th-11th name in the list was selected. In addition, 177 health providers who 
worked at health units where people affected by leprosy attended for health services were 
included. A convenience sample of those who were present at the time of data collection 
was interviewed. Those not willing to participate and those unable to answer the questions 
due to physical or mental problems were excluded. The sample size for the quantitative 
evaluation was calculated based on the estimated prevalence of community members who 
have negative attitudes towards leprosy of 96% found in a study of Srisak and a desired 
width of the 95% confidence interval of +/-5% (18;19). 
2.2 Data collection methods 
Respondents were interviewed using the EMIC stigma scale, which was also used to 
measure the perceived stigma of community members and health workers before launching 
the de-stigmatising interventions.  
The internal consistency of the EMIC scale in the baseline study was good, with an alpha 
score of 0.87, which indicates high internal consistency (20). No floor or ceiling effects were 
found. The EMIC scale version we used consists of 15 questions covering different aspects of 
stigma, for instance, ‘Does leprosy cause shame in your community?’ There are four answer 
options: ‘yes’, ‘possibly’, ‘no’, and ‘don’t know’. The score options for each item are 2,1,0,0 
respectively (see appendix1). We chose an EMIC score cut-off point for perceived stigma of 
8, which means that the respondents are considered to perceive stigmatisation in the 
community when they answered at least 4 questions with ‘yes’, or 8 questions with 
‘possibly’, or a combination of both with a sum score of 8 or more. The reason for choosing 
8 was to increase the specificity of the outcome ‘perceived stigmatisation’. If a respondent 
answered ‘yes’ or ‘possibly’ to fewer questions, there would be a high risk of false positives. 
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2.3 Data analysis 
Quantitative data entry and analysis was done using SPSS version 17. A p-value of <0.05 was 
considered indicative of a statistically significant difference or association. A T-test was 
applied to compare the mean EMIC scores of community members and health workers 
before and after the de-stigmatising interventions. Because the pre and post-intervention 
sample was not the same, confounding by other factors was a possibility, particularly in the 
sample of community members. We therefore conducted a multiple linear regression 
analysis with several demographic variables to examine the effect of these potential 
confounders. 
3. RESULTS 
Characteristics of the community members and health workers before implementing the de-
stigmatising interventions. 
Of the 177 community members, 111 (62.7%) were female, 122 (68.9%) completed primary 
school, 37(20.9%) completed secondary school, and 136 (76.8%) were married. The average 
age of the subjects was 55, with an age range from 18 to 84. Of 177 health workers, 136 
(76.8%) were female. 
Characteristics of the community members and health workers after implementing the de-
stigmatising interventions. 
Of the 177 community members, 136 (76.8%) were female, 104 (58.8%) completed primary 
school, 60(33.9%) completed secondary school, and 150 (84.7%) were married. The average 
age of the subjects was 49, with an age range from 19 to 76. Of 177 health workers, 151 
(85.3%) were female. 
The mean EMIC stigma score before and after de-stigmatising interventions was compared 
using a t-test . A significant difference was found between the before and after results of 
community members in Nhong Bua Daeng and Bantan district, and of health workers in 
Bantan district. Because of the demographic differences in the two samples, linear 
regression was used to obtain means that were adjusted for the main demographic 
variables (Table1). 
The frequency of community members and health workers scoring 8 or above on the EMIC 
scale was used to identify the percentage of community members and health workers who 
perceived stigma related to leprosy while there was a slight reduction in the percentage 
after the interventions, but it was still over 70% (Table 2). 
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Table 1: The mean EMIC scores, t-test results and linear regression results in the stigma 
reduction study in community members and health workers. 
 
 
 
 
 
 
 
 
 
 
 
 
 
* Adjusted for the effect of age group, sex, marital status and education level of the 
respondents (full data not shown) 
Differences in the perceived stigma before and after the interventions 
Figure 1 demonstrates the views of community members and health workers on how they 
and other people feel about having people affected by leprosy in their family or community 
before and after the interventions. The percentage of people who answered ‘yes’ was 
substantially reduced. 
Figure 2 demonstrates the before and after views of community members and health 
workers regarding shame and avoidance behaviour of the family of persons affected by 
leprosy and community members. The percentage of people who answered ‘yes’ was 
significantly reduced. 
 
 Community members Health workers 
before after p-value before after p-value 
Tepsatit       
N Valid 59 59  59 59  
 Mean 15.31 15.24 0.96 14.29 16.31 0.90 
 SD 6.25 7.99  6.09 6.69  
 Adjusted 
mean* 
9.41 9.73 0.814    
Nhong Bua Daeng       
N Valid 59 59  59 59  
 Mean 16.31 13.37 0.031* 14.75 12.73 0.12 
 SD 8.22 6.19  7.24 6.64  
 Adjusted 
mean* 
7.73 4.09 0.014    
Bantan       
 Valid 59 59  59 59  
 Mean 20.97 14.51 <0.001* 15.39 12.29 0.026* 
 SD 8.75 6.84  7.82 7.14  
 Adjusted 
mean* 
21.74 15.46 <0.001    
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Table 2: The frequency of EMIC scores by category among community members and health 
workers in the stigma reduction study in Thailand. 
 
 
Figure 1: Perceived stigma related to leprosy among CM (n=177)and HW(n=177) in North-
East Thailand measured with the EMIC stigma scale . The figure shows items 1-5 of the 
scale. 
 Community members Health workers 
Before After Before After 
N % N % N % N % 
Tep Satit         
Valid Score 0-7 7 11.9 11 18.6 7 11.9 5 8.5 
 score  ≥ 8 52 88.1 48 81.4 52 88.1 54 91.5 
 Total 59 100 59 100 59 100 59 100 
Nhong Bua Daeng         
Valid Score 0-7 10 16.9 10 16.9 11 18.6 13 22 
 score ≥ 8 49 83.1 49 83.1 48 81.4 46 78 
 Total 59 100 59 100 59 100 59 100 
Bantan         
Valid score 0-7 7 11.9 11 18.6 10 16.9 16 27.1 
 score ≥ 8 52 88.1 48 81.4 49 83.1 43 72.9 
 Total 59 100 59 100 59 100 59 100 
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Figure 2: Perceived stigma related to leprosy among CM (n=177)and HW(n=177) in North-
East Thailand measured with the EMIC stigma scale . The figure shows items 6-10 of the 
scale. 
Figure 3 demonstrates the before and after views of community members and health 
workers on how they and other people think about people affected by leprosy and their 
families in terms of marital and work prospects. Again, the percentage of people who  
 
Figure 3: Perceived stigma related to leprosy among CM (n=177)and HW (n=177)in North-
East Thailand measured with the EMIC stigma scale. The figure shows items 11-15 of the 
scale. 
Answered ‘yes’ was reduced significantly. However, on most items the opinion of the 
respondents shifted from ‘yes’ to ‘possibly’, so the changes in the overall percentages were 
much smaller. 
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4. DISCUSSION  
In Tepsatit district where formal health care structures were used to reduce stigma related 
to leprosy, there was no reduction in EMIC score, a measure of perceived stigma among 
either community members or health workers. The likely reason for the lack of effect on the 
stigma perceived by health workers was that there were few leprosy-related activities 
organised in the hospital. Only information regarding leprosy was displayed at the hospital 
outpatient department during the leprosy campaign week organised once a year. The fact 
that stigma was not reduced among community members is disappointing as this formal 
intervention was carried out in a leprosy prevalent area in Thailand. Health volunteers 
carried out home visit to supervise self-care practice of persons with leprosy-related 
disabilities. Leprosy knowledge was provided to key community members, including health 
volunteers, with the hope that these people would disseminate the obtained knowledge to 
the community and influence the attitude and perception of the rest of the community. This 
result supports the review of Wong who mentioned that the results of many studies 
revealed that knowledge about the curability of leprosy did not change negative attitude 
towards leprosy patients (21). For instance, a study in Tanzania did not find a substantial 
improvement in knowledge or attitudes of the adult population or health workers in 
community where intensive health education was launched (22). A study in India did not 
find change in expressed prejudice towards people with leprosy after a community health 
education campaign (23). The study of Jacob et al. in South India showed that IEC activities 
in the form of providing leprosy knowledge did not change the attitudes of the target group 
(24). Instead, after a health education session about leprosy in school, the attitudes of some 
children towards leprosy actually worsened. 
In Nhong Bua Daeng district, where the stigma reduction intervention was launched by a 
volunteer group, stigma had reduced significantly among community members, but not 
among health workers. Leprosy information developed on the basis of the community 
attitude and perception regarding leprosy was provided to both community members and 
health workers. The de-stigmatising activities were launched by a volunteer group in the 
community, 27 kilometres away from the hospital where most of health workers worked 
and lived. The non-awareness and the fact that most health workers did not participate in 
de-stigmatising interventions may be the reason that there was no change in their 
perceptions regarding leprosy. On the other hand, community members did have a chance 
to participate in these interventions, which were launched in their own place. This may be 
the reason why the level of perceived stigma was reduced significantly among them. The 
lack of reduction of stigma among health workers and the significant reduction among 
community members might indicate that providing focused information only is not enough 
to significantly reduce stigma related to leprosy among health workers. They need to be 
specifically targeted as a separate group. In the successful social marketing approach used in 
Sri Lanka, apart from targeted IEC, they also trained health workers to recognise leprosy and 
refer persons with suspect lesions to the leprosy staff (25). In addition, they improved the 
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network of clinics. These thorough preparations were in accordance with the suggestion of 
Bollinger, who conducted a study on stigma associated with HIV/AIDS (26). He suggested 
that IEC should be considered a component of stigma reduction interventions, but that 
dissemination of information as a sole strategy would not be adequate. 
In Bantan district, we observed a significantly reduction of stigma among both community 
members and health workers. Most of the health care providers worked in the district 
hospital, which was only one kilometre away from an area where the SHG launched the de-
stigmatising interventions. The SHG consisted of people with leprosy-related and other 
disabilities who actively carried out socio-economic rehabilitation (SER) by themselves. 
There was also participation of key community members and health volunteers who acted 
as group supporters and consultants under the close supervision of a district hospital nurse 
and a local administrative officer. The significant reduction in stigma may be attributed to 
the contribution of the beneficiaries themselves, together with the key community 
members and health volunteers. In addition, there was awareness of the SHG activities 
among community members and health workers, who worked and lived near or in the same 
area as the SHG members. This study confirms the results of studies done in Nepal and 
Nigeria that reported success in helping people affected by leprosy regain their dignity by 
involving them as participants in SER (27;28). As in our study, this resulted in positive 
attitude changes in the community and reduced internalised stigma of people affected by 
leprosy.  
Regarding the respondents' perceptions of stigma related to leprosy, it was shown that 
there was a strong positive change in views regarding marital and work prospects, in 
particular item 13 and 22 regarding problems of relatives wanting to get married and 
problems of people affected by leprosy  selling food. These changes may be attributed to 
the awareness of the respondent that leprosy is not hereditary and not always related to 
disability. Most respondents said they would buy food from people affected by leprosy if 
they did not have a disability and were not dirty. However, there were only slight changes in 
their feelings about having people affected by leprosy in their family or community 
(particularly item 1, 2 and 4 regarding keeping others from knowing, thinking less of 
themselves if a family members has leprosy, and thinking less of persons with leprosy). The 
reason that only minor changes were seen may be because, for a long time, leprosy has 
been linked with people perceived to be inferior, such as a beggars or people who are poor, 
out of work, uneducated, or of a lower social class (17). It is difficult to completely change 
such deep-rooted stigmatising attitudes in a matter of months. 
Even though we found evidence that the level of stigma had decreased, negative attitudes 
were still perceived by a majority of respondents. Even after the interventions, the 
percentage of respondents with an EMIC score equal or greater than 8 – interpreted as 
evidence of perceived stigma – was still over 70%. In his study in Paraguay, Nicholls found 
that some community leaders suggested that changing attitudes was a huge task, because 
leprosy remains a taboo subject. They considered it to be a disease of society, not of people 
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(29). This may be true in Thailand also. Therefore, it is important to sustain the de-
stigmatising interventions. 
This study did not simultaneously assess the perception of people affected by leprosy along 
with those of the wider community. However, according to the qualitative monitoring and 
evaluation conducted twice in-between the interventions, the SHG members showed a 
bigger increase in self-esteem and social participation than the beneficiaries of the 
volunteer intervention, while there was no change in the beneficiaries of the formal health 
care intervention. This could be attributed to the opportunities that SHG members had in 
exercising their capabilities to the utmost by contributing to the activities of the community 
as a whole. In addition, we also found in the interventions launched by the local volunteers 
and the SHG that the relatives of people with leprosy-related disability and of SHG members 
gradually participated in the rehabilitation process and in group activities. This is likely to be 
because the activities launched by local volunteers and SHG gradually changed their 
attitudes in a positive direction. 
In Heijnders & van der Meij’s study, they grouped de-stigmatising interventions into four 
levels, intrapersonal; interpersonal; organisational/institutional; community and 
governmental/ structural (30). Looking at which of these levels were targeted in our 
interventions, the local volunteer group succeeded in addressing stigma at intrapersonal, 
interpersonal and community levels, while SHG also succeeded at targeting the 
organisational level. The formal health care group did not appear to have succeeded at any 
level. 
5. LIMITATIONS OF THE STUDY 
Unfortunately, the characteristics of health workers such as age, education level, marital 
status, etc., were not collected. In a future intervention study such baseline data should be 
collected, because it is important to be able to investigate factors that may contribute to the 
effectiveness of the de-stigmatising interventions. 
6. CONCLUSION 
In our attempts to reduce stigma related to leprosy, apart from involving the community, a 
key to success was involving people affected themselves. Tailor-made education should be 
carried out as part of de-stigmatising interventions, taking attitude and perception of the 
community into consideration. Importantly, such interventions should be sustained to 
facilitate a gradual reduction of stigma in the long run.  
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Appendix 1: EMIC stigma scale 
 
 Yes Possibly No Don’t 
know 
score 
2 1 0 0  
1. Would a person with leprosy keep others from 
knowing, if possible? 
หากเป็นไปได้ ผู้ที่เป็นโรคเรือ้น จะไมบ่อกให้ใครทราบวา่ตนเป็นโรค
เรือ้นใช่ไหม? 
     
2. If a member of your family had leprosy would you  
think less of yourself, because of this person’s problem? ถ้า
คนในครอบครัวของคณุเป็นโรคเรือ้น คณุรู้สกึด้อยใช่ไหม? 
     
3. In your community, does leprosy cause shame or 
embarrassment? คนในชมุชนของคณุคิดวา่โรคเรือ้นเป็นโรคที่
ก่อให้เกิดความอบัอายใช่ไหม? 
     
4. Would others think less of a person with leprosy?   
คนอื่นคิดวา่คนทีเ่ป็นโรคเรือ้นด้อยกวา่คนอื่นใช่ไหม? 
     
5. Would knowing that someone has leprosy  
have an adverse effect on others? การท่ีรู้วา่คนบางคนเป็นโรค
เรือ้น ก่อให้เกิดความเดือดร้อนตอ่คนอื่นๆ ใชม่ัย้? 
     
6. Would other people in your community avoid a  
person affected by leprosy? คนอื่นๆในชมุชนหลกีเลีย่งคนเป็นโรค
เรือ้นใช่ไหม? 
     
7. Would others refuse to visit the home of a person 
affected by leprosy? คนอื่นๆ หลกีเลีย่งที่จะมาเย่ียมครอบครัวของ
คนเป็นโรคเรือ้น ใช่ไหม 
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Appendix 1: EMIC scale (continued) 
 Yes Possibly No Don’t 
know 
score 
2 1 0 0  
8. Would people in your community think less of the 
family of a person with leprosy? คนอื่นๆในชมุชนรู้สกึวา่
ครอบครัวที่มีผู้ ป่วยโรคเรือ้นมคีวามด้อยกวา่ครอบครัวอื่นใช่ไหม? 
     
9. Would leprosy cause problems for the family? 
โรคเรือ้นท าให้เกิดปัญหาส าหรับครอบครัวใช่ไหม 
     
10. Would a family have concern about disclosure  
if one of their members had leprosy? ครอบครัวทีมี่ผู้ เป็นโรค
เรือ้นรู้สกึเป็นกงัวล หากจะเปิดเผยวา่คนในครอบครัวเป็นโรคเรือ้นใช่
ไหม 
     
11. Would leprosy be a problem for a person to get 
married? คนท่ีเป็นโรคเรือ้นมีปัญหาในการหาคูแ่ตง่งาน? 
     
12. Would leprosy cause problems in an ongoing 
marriage? โรคเรือ้นก่อให้เกิดปัญหาในชีวิตคูใ่ช่ไหม? 
     
13. Would having leprosy cause a problem for a 
relative of that person to get married? ถ้าคนในครอบครัวเป็น
โรคเรือ้น จะท าให้ญาติล าบากในการหาคูแ่ตง่งานใช่ไหม 
     
14. Would having leprosy cause difficulty for 
a person to find work? คนเป็นโรคเรือ้นหางานท ายากใช่ไหม 
  
  
 
15. Do the people in your village don’t like (reject) 
to buy food from people affected by leprosy? คนในหมูบ้่าน
ของคณุปฏิเสธอาหารท่ีขายโดยคนที่เป็นโรคเรือ้นหรือไหม 
  
  
 
    total  
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Chapter 11: General discussion 
The effect of stigma on case detection and treatment of various health conditions, including 
leprosy and tuberculosis, has gradually received increasing recognition.(1-3) Leprosy in 
Thailand is no longer considered to be a public health problem which defined as a 
prevalence of more than one per 10 000 populations, but there are still a number of people 
with leprosy-related disability living in the leprosy colonies and communities throughout the 
country. The period in which leprosy became less of a problem saw the rise of tuberculosis 
as a public health problem.(4) Stigma is a problem affecting people affected by leprosy and 
tuberculosis.(5) To understand stigma, to develop and assess the effects of de-stigmatising 
intervention related to these two diseases, this study was conducted to answer the 
following research questions:  
1) What are the causes and determinants of stigma related to leprosy and tuberculosis? 
2) What are the characteristics of stigmatising behaviours shown towards people 
affected by leprosy and tuberculosis? 
3) What is the impact of stigma on people affected by leprosy and tuberculosis? 
4) What are community members’ and health workers’ perceptions regarding leprosy 
and tuberculosis stigmatisation? 
5) What kinds of intervention could be launched to reduce stigma related to leprosy 
and tuberculosis? 
6) What are the changes in the community and the affected persons brought about by 
the interventions? 
Literature reviews were conducted to consider and find out what is known about stigma in 
relation to leprosy and tuberculosis, and what has been done to reduce stigma. The findings 
of these literature reviews are presented in part 1 (chapter 4-6). Chapter 4 considers the 
concepts of stigma described in the literature, and the causes and determinants of stigma 
related to leprosy. Chapter 5 presents the manifestations, effects and dynamics of stigma 
related to leprosy. Chapter 6 focuses on (how) measures to reduce stigma in leprosy. Part 1 
(chapters 4-6) mainly considers stigma in leprosy, although stigma in tuberculosis is also 
considered in the discussions. Chapters 4 and 5 answer research questions 1-3 while chapter 
6 answers research question 5.  
Following the discussions of stigma related to leprosy and tuberculosis from theoretical 
perspectives, the reality of stigma in a community setting in Thailand has been explored and 
analysed to answer research question 4. These results are presented in Part 2 (chapters 7 
and 8). Chapter 7 compares community members’ perceptions of leprosy and tuberculosis 
stigmatisation. Chapter 8 assesses the attitudes and perceptions of community members 
and health workers regarding leprosy stigma. Leprosy-related stigma was found to be 
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stronger than stigma related to tuberculosis. As a consequence, de-stigmatising 
interventions were introduced focusing only on leprosy-related stigma. The effects of these 
interventions were measured to answer research question 6. These findings are presented 
in Part 3 (chapters 9 and 10). Chapter 9 describes interventions used to address stigma and 
its qualitative results while chapter 10 presents its quantitative results. The summary of this 
research is presented according to the research questions:  
Research question 1: What are the causes and determinants of stigma related to leprosy 
and tuberculosis? 
To answer this question, this thesis starts with a literature review on the concepts, causes 
and determinants of stigma (Chapter 4). Based on the general concept of stigma defined in 
the literature, we conclude that stigma is not only dependent on the undesirable 
characteristics of an individual or group, but that it is constructed by the social context in 
which the individual or group is found. Causes and determinants of stigma related to leprosy 
are grouped into 5 categories: external manifestations; religious and cultural beliefs; fear; 
association with ‘inferior’ people; and public health and related interventions. 
External manifestations include the noticeable skin lesions of leprosy; the visible 
impairments of eyes, hands and feet; wounds; and often a distinctive odour from the 
wounds. These can trigger stigmatisation. One famous case comprises the case of the Polish 
male immigrant to the UK who was diagnosed with leprosy in 1947. He was described as 
having ‘an early leonine countenance’ which clearly distinguished him from others.(6) His 
diagnosis evoked a strong public reaction with street riots and questions in the Houses of 
Parliament. He was then detained in hospital against his wishes.(6) More recent studies from 
Indonesia and Nepal in 2002 and 2004, respectively, reported that a negative reaction to 
leprosy patients from the community depends mainly on the presence of visible symptoms 
and impairments.(7;8) 
In terms of religious and cultural beliefs, leprosy has often been interpreted as God’s 
punishment of the sinful.(9) Impairments resulting from leprosy are believed to be the result 
of misdeeds in a previous life that have been caused by bad karma or represent a divine 
punishment.(10) Leprosy is also considered to be caused by witchcraft, being cursed, 
trespassing of food taboos, and to be hereditary.(7;11-14) Fear of transmission is identified as 
the cause of stigma in many studies.(10;12;15) Fear is enhanced by the visible signs and based 
on prevailing cultural beliefs.(12;15) Studies in Thailand by Predaswat and Navon contradict 
this general picture: fear of infection did not cause stigma because leprosy is not seen as 
infectious but rather as a loathsome, hereditary disease.(16;17) Leprosy is frequently 
associated with ‘inferior people’ in the past and also to the present day. During the Western 
colonial era in the nineteenth century, fears evoked by the high prevalence of leprosy 
among colonised populations gave rise to racist views that linked the disease with people 
perceived to the ‘morally inferior’.(18) In Thailand, the terms khi ruan (leprosy) and khi thut 
(leprosy with disability) are employed as insults.(16;17) 
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Public health and related interventions are thought to be responsible for stigma related to 
leprosy. The compulsory segregation of people affected by leprosy practised in many 
countries since the end of nineteenth century is thought to have provoked fear in the 
general population.(17) Some IEC activities have aroused public fear of leprosy by the use of 
frightening educational images.(16) In addition, home visits by health workers may alert 
family members and neighbours to the presence of a serious health problem.(19) 
The causes and determinants of stigma related to leprosy are similar to those of 
tuberculosis. External manifestations that cause and determine stigma related to 
tuberculosis are extreme weight loss coupled with a persistent cough, and sometimes 
coughing up blood. These symptoms make people feel very uncomfortable near tuberculosis 
patients, heightening their fears of the disease.(20) In many cultures,  tuberculosis is seen as 
a God-given punishment for sin.(21) The link between tuberculosis and HIV/AIDS, and 
tuberculosis and poverty increases stigma in tuberculosis because HIV/AIDS and poverty 
also incur stigma. (22;23)The common message, reminding family members to avoid sharing 
the household items with tuberculosis patients, makes people think that patients should be 
isolated.(20) 
This chapter presents the findings of systematic review of the causes and determinants of 
stigma related to leprosy. In the discussion, these findings are compared with stigma related 
to tuberculosis. No distinction is made between factors which are causes and those which 
are determinants because some factors could be considered as either cause or determinant, 
such as external manifestations of leprosy and beliefs. External manifestations, such as 
lesions, wounds and impairments can directly stigmatise people affected by leprosy. At the 
same time, they can also determine people’s beliefs about leprosy. For example, research in 
Thailand and Nigeria has shown that patients with visible impairments are not perceived as 
cured because their lost fingers and toes cannot be restored.(12;16) Beliefs can directly cause 
stigmatising attitude towards people affected by leprosy. For example, Gassow and Tracy 
ascribe stigma to religious beliefs that regard disease as a punishment for sin.(24) On the 
other hands, belief can also determine views of how infection takes place. For example, in 
Nigeria there is the common belief that leprosy is inherited resulting in a view that people of 
the same bloodline of those who are affected by leprosy are more susceptible to the 
disease.(12) This view causes stigma attitude towards relatives of those affected by 
leprosy.(12) 
Research question 2: What are the characteristics of stigmatising behaviours shown towards 
people affected by leprosy and tuberculosis?’  
Research question 3: What is the impact of stigma on people affected by leprosy and 
tuberculosis?’  
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To answer these two questions, a literature review was conducted. Chapter 5 argues that 
the characteristics of stigma related to leprosy throughout history can be divided into two 
phases: before and after the discovery of dapsone in the 1940s. Before the discovery of 
dapsone, stigma against leprosy involved the compulsory identification of sufferers, for 
example by the mandatory use of special clothes and/or by ringing a bell; restriction to 
begging as the only means of survival; and forced segregation measures.(25) After the 
discovery of dapsone, there was a gradual shift to outpatient care.(26;27) In this latter phase, 
overt and structural discrimination has gradually reduced, for example, people affected by 
leprosy try to conceal their diseases and practise self-isolation.(7;12;16;28;29) The community 
expresses its negative attitude towards people affect by leprosy by avoiding them.(7;30;31) 
Stigma affects people affected by leprosy by having an influence on their mental health, 
economic status, marriage and education, and on timely and regularly treatment. However, 
the manifestations of stigma may differ depending on visible signs, the social status of 
people who have leprosy, gender, and the social distance between affected persons and 
those who stigmatise.(7;15;28;32) Regarding the effect of stigma on people affected by 
tuberculosis, Liefooghe’s study reported that social stigmatisation caused social and 
economic problems for tuberculosis patients in India by reducing the marriage prospect of 
young tuberculosis patients and even their family members leading to divorce and denial of 
the diagnosis and rejection of treatment.(33) In Thailand and Nepal, there is evidence that 
women are more stigmatised and discriminated against than men, while there is little 
evidence of stigma and discrimination among family members, notably between mothers 
and children.(34;35) The same Nepalese study also found that poverty and low caste reinforce 
discrimination against people with tuberculosis.(35) 
Given the understanding that the manifestations and effects of stigma are dynamic and 
dependent on different factors, the linkage between the manifestations and effects of 
stigma as a dynamic process will be discussed, based on Hyland’s concealment cycle and 
Heijnders’s stigmatisation process.(28;36) This linkage is illustrated as below. 
[Figure 1 about here] 
Hyland’s understanding of a concealment cycle is based on the notion that people affected 
by leprosy try to keep their disease secret as long as possible in order to maintain their 
social integrity. If they are concerned that their secret might be revealed, representing a 
threat to their social integrity, they will move to the next phase by withdrawal. In the last 
phase of the cycle, people affected by leprosy will be discriminated against by the public if 
the severity of the disease or impairments become apparent. In her understanding of the 
stigmatisation process based on the concealment cycle, Heijnders focuses on the 
importance of triggers to exposure and discrimination, and the importance of social 
differentiation in stigma.(28) She considers that entry to the subsequent phase in the 
stigmatisation process is always triggered. These triggers have an impact on the coping 
strategies and also on the types of stigmatising actions of others. The types of triggers 
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proposed by Heijnders comprise visible symptoms of the disease, other events related to 
the disease and its treatment, regular visits to the clinic, the blister pack of the medicines, 
and the side-effects of the Multi-drug Therapy treatment. In addition to these negative 
triggers, she also identifies positive triggers such as the knowledge that people affected 
were on treatment and observable improvement in symptoms. Thus, depending on the type 
of trigger, stigmatisation can become more severe or diminish. Regarding the importance of 
social differentiation, Heijnders considers that the impact of stigma is also related to an 
individual’s position in family and community hierarchies. For example, people of high 
status cannot be asked curious, personal questions, even after they have developed a 
stigmatising disease. On the other hand, lower status people are already vulnerable to 
scolding in their everyday life; any mistake or failure can be noticed and questioned. 
According to the findings of the systematic review in chapter 5 of part 1; at the first stage of 
the disease, people affected by leprosy try to conceal their disease. Many succeeded in this, 
as long as they had no visible reactions or impairments, the so called ‘triggers of exposure 
and discrimination’.(12;28) Some patients would travel long distances to obtain treatment 
from a place where they were not known.(12) This care seeking bahaviour might have an 
impact on socio-economic stability because of additional travel and food costs. Some 
patients do not seek treatment due to shame associated with the disease which affects their 
timely treatment.(8;37) Others stop treatment for the same reason.(16) In the early stage of 
leprosy, some people affected can suffer from stress and anxiety.(38) At this stage, people 
with high status in a community may be most successful keeping their condition secret and 
in continuing their normal life because no one can easily put them to shame by suggesting 
that they have leprosy.(7;15) 
When the condition becomes known in the community, people affected by leprosy tend to 
withdraw voluntarily from social contact.(7;15;29) One women had hidden herself at home for 
more than 60 years because she wanted to avoid community reactions: gossiping, being 
talked about behind her back, and receiving detesting looks.(29) Some were abandoned or 
divorced by their spouses.(37;39) Regarding effects of stigma on education, a young man in 
Indonesia had to leave school when his teacher discovered that he had leprosy.(7) A young 
girl in Thailand left school because her schoolmates teased her about the lesion on her 
face.(29) In terms of socio-economic status, some 16-44% of those with leprosy in an Indian 
study reported a fall in income because of the disease.(37) 
The process moves to the final phase of ‘discrimination’ when visible signs or symptoms are 
particularly persistent or severe, triggering negative action of other community 
members.(28;29) However, people who have been rejected by their family or community 
because of their visible signs could resume their family and social relationships as usual after 
the signs had subsided.(7;15) According to Heijnders, these subsided signs are positive 
triggers.(28) In this phase of discrimination, the severity of discrimination differs depending 
on social status, gender, and the social distance between the affected person and those who 
stigmatise.(16) A study in Thailand reported that although the community had a negative 
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perception of a rich affected person with impairments, discrimination behaviours were 
rarely manifest, in contrast to the discriminating bahaviour directed towards poor people.(16) 
With regard to gender, it was found that women are more stigmatised than men.(15) 
However, stigmatisation against women differs, depending on status of women in a 
particular society.(7) The social distance between the affected person and the one who is 
stigmatising also determining the level of stigmatisation. Parents and children, and brothers 
and sisters are generally supportive.(12) 
Research question 4: What are community members and health workers’ perceptions 
regarding leprosy and tuberculosis stigmatisation?’  
To answer this question, We measured community members and health workers’ perceived 
stigma by using the Explanatory Model Interview Catalogue (EMIC) scale in interviews in 
four districts namely Bantan, Bumnet Narong, Nhong Bua Daeng and Tebsatit. We 
compared the perceptions of leprosy and tuberculosis among community members 
(Chapter 7). We found that the stigma against leprosy is significantly stronger than stigma 
related to tuberculosis, particularly in terms of shame or embarrassment, and problems 
with getting married. We compared the perceived stigma related to leprosy of community 
members to that of health workers and found that the proportion of health workers who 
perceived stigma against leprosy was significantly greater than that of community members 
(Chapter 8). In the perceptions of both groups, leprosy is a disabling disease with disability, 
is incurable and hereditary, and is associated with dirtiness and oozy and smelling wounds. 
People affected by leprosy tried to keep others from knowing their disease status, did not 
attend contact examination and avoided using health care service.  
Perceived stigma is the fear of being discriminated against or the belief that most people 
will act in a discriminatory way.(40) Perceived stigma against leprosy and tuberculosis found 
in this survey may lead to delay in treatment and socio-economic problems of those 
affected. We considered this as evidence to support the development of de-stigmatising 
interventions. 
Research question 5:  What kind of intervention could be introduced to reduce stigma 
related to leprosy and tuberculosis?’ 
To answer this question, a literature review was conducted to investigate effective de-
stigmatising interventions that have been practised in different countries (Chapter 6). De-
stigmatising interventions were grouped into five categories: disease specific services 
integrated into (broader) general health care; IEC interventions; social-economic 
rehabilitation (SER); changing the name of the disease; and counselling.  
Most countries now provide integrated services for leprosy, resulting in less self-
stigmatisation among leprosy patients and less social stigma in communities with integrated 
services than with vertical health services. IEC interventions have also demonstrated 
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successes, such as social marketing in Sri Lanka.(41) IEC was launched to encourage people 
with suspicious skin lesion to seek diagnosis, change the negative attitudes of general 
population towards leprosy, and to enable health provider to diagnose leprosy. As a result, 
detection of new cases has increased by 150% with a dramatic increase in self-reporting. 
The adoption of the Sri Lankan IEC approach in India was also effective: the proportion of 
people who said they would not sit next to a leprosy patient decreased (from 44% to 27%) 
as did the proportion who would not eat food prepared by leprosy patient (from 68% to 
50%). The SER interventions have also shown successes.  
In Nepal, mixed interventions at different levels were used to reduce stigma with the 
participation of people affected by leprosy. It shows that social participation of the target 
group increased above that of the control group.(42) In Nigeria, SER improved self-esteem, 
and also influenced the process of social integration, resulting in positive attitudinal change 
towards SER participants.(43) 
Changing the name of leprosy is another intervention that has been launched. In Japan, the 
US and Brazil, the term ‘leprosy’ had been changed to Hansen’s disease.(44;45) In Thailand, 
there is an attempt to use the term ‘numb skin disease’ instead of ‘leprosy’.(46) There is no 
evidence to show to what extent the new name has changed the attitudes of the people 
towards leprosy. 
A pilot study of group counselling for people affected by leprosy in Nepal shows that 
patients learned to forgive people who hurt them, and were prepared to return home to 
cope with anticipated stigmatisation.(47) However, there is no evidence to show the extent 
to which the intervention has helped reduce further stigmatisation.  
In this review, we concluded that interventions with at least some evidence of success in 
reducing stigma comprise integration of leprosy programmes into general health care, IEC, 
and SER. The success particularly in IEC and SER may be attributed to their participatory 
nature and mix of interventions at different levels. 
There are many researchers that have reviewed de-stigmatising interventions, such as 
Heijinders and van der Meij, Mak and Cross.(48) Heijinders and van der Meij identify five 
levels of de-stigmatising interventions: intrapersonal, interpersonal, organisational/ 
institutional, community and government/structural.(48) Interventions that address 
internalised and anticipated stigma are at the intrapersonal level. Interventions targeting 
groups of people affected are at interpersonal level. Interventions targeting personnel of 
organisations or institution are at organisational or institutional level. At community level, 
the target group comprises specific community groups while government/structural level 
targets entire regions or countries. In their literature review, Heijinders and van der Meij 
suggest that interventions should be aimed at more than one level which implies multiple 
interventions.(48) This is supported by Mak who carried out a literature review on stigma 
related interventions.(49) Mak found that the mixed intervention of training and contact 
showed promising results. Cross et al, who also conducted a literature review on de-
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stigmatising interventions, suggested that de-stigmatising interventions should be 
multifaceted and designed to affect the components of stigma at the levels of interaction 
where stigma is manifest.(50) The Stigma Elimination Project (STEP) in Nepal is one of the few 
initiatives to address stigma at a number of levels with different interventions and 
participation of people affected.(42)  STEP addresses stigma at ‘intrapersonal’, ‘interpersonal 
and ‘community’ levels using combined interventions: training, socio-economic 
rehabilitation, self-care groups and personal contact. This multi-level approach has yielded 
impressive results as described earlier.(42) The findings of these researchers support our 
literature review that de-stigmatising interventions should be launched in a participatory 
manner using mixed methods at different levels.  
Research question 6: What are the changes in the community and the affected persons 
brought about by the interventions?’ 
To answer this question, we conducted a baseline survey to get insight in the reality of the 
stigma situation in the study areas. After that, we present the findings to stakeholders: 
people affected by leprosy, key community members, health workers, and officers of 
related organisations. The stakeholders proposed interventions addressing stigma related to 
leprosy to be carried out by three kinds of groups: a formal health care group, a local 
volunteer group and a self-help group. The interventions were then launched in three sub-
districts of three different districts. Monitoring and evaluation was done twice, 5 and 10 
months after the start of the interventions.  
Chapter 9 presents the findings that interventions carried out by the formal health care 
group led to marginal improvements in terms of self-care practice. Health volunteers 
increased their knowledge of leprosy and of the prevention of disability. There was no 
evidence of changes in stigma among people affected by leprosy, health volunteers and 
health workers. The interventions carried out by the local volunteer group led to 
improvements in self-care and hygiene of people affected by leprosy. People affected by 
leprosy also became more confident when meeting people outside their usual social circles. 
However, some people affected by leprosy were not satisfied with the assistance of the 
local volunteer group, because their expectations for a leprosy-related monthly allowance 
and support from the micro-credit fund were not fulfilled. Regarding the families of people 
affected by leprosy and the community, we found that the family members gradually 
became involved in the rehabilitation process. The local volunteers, also community 
members, were no longer afraid of leprosy. Interventions undertaken by the self-help group 
were responsible for more self-care being practised among people affected by leprosy. 
People affected by leprosy also became more proud of themselves because they had a 
group to which they belonged and because they had the opportunity to support one 
another and to join community events. The community members were interested in, and 
admired the self-help group for their actions.  
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Since only a slight change in the community’s attitude was found in the in-depth interviews, 
we decided to provide information about leprosy to the community. The Information was 
provided to health workers and community members of all three study areas, except to the 
health officers of Tepsatit district hospital. Leprosy information was given to health 
volunteers of Huay Yaijew sub-district of Tepsatit district using existing leprosy training 
materials designed by the national leprosy programme for use all over the country. In 
Nhong Bua Daeng and Bantan district, leprosy information was given using training 
materials that had been adjusted to focus on addressing negative attitude and 
misperception of the community regarding leprosy. We assessed the perceived stigma of 
community members and health workers on leprosy and compared the results with the 
baseline data obtained before the interventions were launched. 
Chapter 10 presents the results of interventions in Tepsatit District, by the formal health 
care group that did not lead to significant changes in the perceived stigma of community 
members and health workers. In Nhong Bua Daeng Districts, interventions developed by the 
local volunteer group did not lead to significant change in the perceived stigma of health 
workers, but did lead to significantly positive changes in perceived stigma among the 
community members. In Bantan District, interventions launched by the self-help group led 
to significant positive changes in perceived stigma of both community members and health 
officers. However, the percentage of people with perceived stigma is still high, even after 
the interventions.  
In their reviews on stigma-reduction strategies and interventions, Heijnders and van der 
Meij grouped the intervention targets into 5 levels: intrapersonal, interpersonal, 
community, organisational/institutional and governmental/structural levels.(48) They 
reported results of strategies that had been implemented and shown positive results at 
each level and suggested combinations of strategies as an effective way to reduce stigma. 
[Table1 about here] 
In the present study, the interventions launched by the formal health care group addressed 
stigma at intrapersonal level by encouraging self-care practice. At community level, leprosy 
knowledge was provided to health volunteers. We found no evidence of stigma reduction at 
all levels. The interventions launched by the local volunteer group addressed stigma at the 
intrapersonal level in the same way as the formal health care group, although they also 
carried out regular home visits. At community and organisational level, drama was found to 
promote community understanding of leprosy and people affected by leprosy. Tailor-made 
leprosy information was provided to community members and health workers, leading to 
some evidence of stigma reduction at intrapersonal, interpersonal and community levels. At 
intrapersonal level, people affected by leprosy were more confident in talking with people 
outside their social circle. At interpersonal level, their relatives began to participate in the 
rehabilitation process. At community level, statistically significant stigma reduction was 
found among community members. There was no change at organisational level. 
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Interventions launched by the self-help group addressed stigma at intrapersonal in the same 
way as the local volunteer group but also implemented income-generating activities such as 
making bamboo products. At community and organisational level, contact between people 
affected by leprosy and the community was promoted, together with providing tailor-made 
leprosy knowledge to community members and health workers. This led to positive change 
at all levels. At intrapersonal level, people affected by leprosy and people with other 
disabilities were found to have more self-esteem and greater social participation. At 
interpersonal level, relatives of people affected by leprosy began to participate in the group 
activities. At community and organisational level, statistically significant stigma reduction 
was identified. 
Interventions launched by the self-help group demonstrated the most promising results 
with positive changes at all levels. Key success factors were probably participation of people 
affected by leprosy in their interventions and the combination of strategies. The self-help 
group launched interventions, at intrapersonal level, combining self-care, home visits and 
income generating activities. At community and organisational level, the self-help group 
combined information dissemination and contact. This was consistent with Heijnders and 
van der Meij who proposed combined strategies as an effective way to reduce stigma.(48) 
General conclusion 
The main research question of this thesis is ‘How to reduce stigma related to leprosy and 
tuberculosis’. To achieve the main research question, we began the study by reviewing 
literature to understand the general concept of stigma and its causes, determinants, effects 
and dynamics particularly those related to leprosy and tuberculosis. We also reviewed de-
stigmatising interventions that had been done before. We found that stigma is not only 
related to undesirable characteristics of an individuals or group, but that it is constructed by 
the social context in which the individual or group is found. Causes, determinants, effects 
and dynamics of stigma in leprosy and tuberculosis are similar. Effective interventions are 
those implemented in a participatory manner, using mixed methods and at different levels. 
After understanding stigma on a theoretical basis, we investigated the reality in stigma 
situation in the study areas. Substantial stigma against leprosy and tuberculosis, and its 
causes and effects were found. We found that stigma related to leprosy is stronger than 
that of tuberculosis. These findings were presented to the community leading to 
interventions to reduce leprosy-related stigma launched by a formal health care group, a 
local volunteer group and a self-help group. Each group launched interventions in different 
sub-district of three different districts. Interventions launched by each group are similar in 
terms of using of mixed methods and launched in different levels namely intra-personal, 
community and organisational levels; but are different in terms of the level of participation 
of people affected by leprosy and community. The most successful interventions are those 
launched by a self-help group in which people affected by leprosy are fully involved. 
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This study is in accordance with a UN resolution which promotes the elimination of 
discrimination against persons affected by leprosy and their family members. It also in 
accordance to the UN Convention on the Rights of persons with disabilities which focus on 
the inclusion, equal opportunities and participation of all persons with disabilities in all 
aspects of life.(40;51) It responds to the need of the leprosy programme in Thailand where the 
number of people with leprosy related disabilities is substantial and leprosy-related stigma 
still exists. Reduction of stigma, the underlying causes of delayed diagnosis and discontinued 
treatment, would help to promote affected people’s rights to health. 
The findings that there was no change in community stigma in the interventions launched 
by a formal health care group is important to the leprosy programme in Thailand. The 
country needs to reconsider its stigma reduction strategies, which are normally expected to 
be conducted by formal health care groups. This may be because a formal health care group 
did not launch the interventions in the same manner as the other two groups. It is time to 
promote stigma reduction strategies that are proved to be effective by involving local 
stakeholders, including people affected by leprosy, in all processes and by addressing stigma 
with mixed methods at different levels: namely, intrapersonal, interpersonal, community, 
and organisational levels. Different areas have different circumstances. For instance, in 
some areas people with leprosy related disability are old, dependent and have physical 
difficulties. In such circumstances, a local volunteer or a formal health care group may be a 
more practical approach than a self-help group. The most important principle is that the 
approach involves people affected and local stakeholders to address stigma with different 
methods at different levels.  
Leprosy is not the only health condition to attract stigma. There are also others such as 
tuberculosis, HIV/AIDS, mental illness and epilepsy.(52) Reduction of stigma related to these 
other conditions is also essential to promote people’s rights to health. The principles of 
launching de-stigmatising interventions related to leprosy may be applied to those related 
to tuberculosis, which were also initially intended to be addressed by this study, or may be 
applied to de-stigmatising interventions related to other health conditions. This is because 
these principles have been shown to be effective by this study and also by the studies of 
Heijnders and van der Meiji who conducted literature reviews regarding the different 
strategies and interventions that have been used to address stigma in the field of HIV/AIDS, 
leprosy, tuberculosis, mental illness and epilepsy.(48) 
Validity of the findings 
The validity of the findings presented in this thesis was enhanced by using both qualitative 
and quantitative research methods, and by different strategies as described below: 
Internal validity 
Our understanding of Thai culture and the triangulation methods used in this research 
helped us to get accurate information from the respondents. For example, according to in-
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depth interview with people with leprosy related disability, we found no information 
regarding stigmatising behaviours of health officers towards them. This was supported by 
the information obtained by a Focus Group Discussion among health volunteers. This was 
not unexpected. In Thai society, people do not openly blame the others particularly those 
on whom they have to depend or those who have higher socio-economic status, even when 
confidentiality is guaranteed. After several days of building trust with two health volunteers, 
they mentioned the name of a health worker who displayed stigmatising behaviour. This 
supported the information we had got from this particular health worker who had told us 
that there was stigmatising behaviour among health workers because people affected by 
leprosy are smelly and dirty.   
To win the trust of respondents, we involved people with leprosy related disability in our 
data collection process and found that they were able to gain in-depth and sensitive 
information from interviewees who were themselves people with leprosy related disability. 
This kind of information is hard for other interviewers who are not affected by leprosy to 
obtain. 
Information obtained by qualitative methods helps to explain information obtained by 
quantitative ones. Qualitative information identified that community members believed 
that leprosy is hereditary. This helped us to verify and understand why there was high 
percentage of people who viewed that leprosy would be a problem for a person wanting to 
get married. 
Observation helps us to verify the information obtained by in-depth interview particularly in 
terms of self-care practice of people with leprosy related disability. Some of them tried to 
give us desirable answers that they practise self-care on routine basis. However, this was 
contradicted by the condition of their hands or feet which showed impairments which were 
not in accordance with what they had said. 
External validity 
If the characteristics of study areas are taken into consideration, the findings may be only 
applied in the similar areas of Thailand where 21 out of the 64 million populations live. 
However, this thesis addresses the causes of stigma that are similar to those found in other 
countries. Moreover, interventions that were found to be effective were those launched in a 
participatory manner and used mixed methods at different levels. This is consistent with the 
findings of other professionals such as Cross and Choudhary, who conducted a study in 
Nepal, and Heijnders and van der Meiji, who conducted literature reviews regarding the 
different strategies and interventions that have been used to address stigma related to 
different health conditions in different countries. Therefore, the findings could be 
generalised in the other regions of the country or in other countries.(24;48)  
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Recommendations  
Recommendations are presented under two headings namely recommendations for de-
stigmatising interventions and recommendations for future research. The latter is 
formulated based on limitations of this thesis. 
Recommendations for de-stigmatising interventions 
The most promising de-stigmatising interventions are those of the self-help and the local 
volunteer groups. In reality, it would not be possible for all areas where people affected by 
leprosy reside to establish the self-help- or a local volunteer group. Some areas may not be 
able to establish both kinds of group. They may launch de-stigmatising interventions 
through a formal health care group. To guide those who are interested, activities will be 
suggested that could enhance the effectiveness of the interventions to be launched by each 
kind of group. These suggestions are based on Heijnders and van der Meij’s study results 
regarding targeted level of de-stigmatising interventions and the type of 
strategies/interventions for each level, and on ILEP stigma reduction guidelines for 
monitoring and evaluation.(48;53) 
[Table2 about here] 
Interventions at the different levels 
Targeted interventions are described for the different levels of stigma interventions.  
Intrapersonal level 
At this level, counseling, encouraging self-care practice and socio-economic rehabilitation 
are proposed as interventions. 
Counselling: Leprosy stigma is responsible for mental health problems among people 
affected by leprosy.(5) Although there is no evidence to date of stigma reduction as a result 
of counselling, it is suggested because it provides social reinforcement of positive attitude, 
behaviour change and maintenance of self-care behaviour.(54) It also helps people affected 
by leprosy to cope with expected stigmatisation.(47) In interventions launched by the formal 
health care group, counselling could be undertaken by trained health volunteers or health 
workers. In interventions launched by the local volunteer group, it should be performed by 
trained local volunteers or health workers. In interventions launched by the self-help group, 
it could be undertaken by trained members of the self-help group or health workers. 
Encouraging self-care practice: External manifestations of leprosy, such as impairments, 
wounds, odour, and poor hygiene, lead to stigma in leprosy.(55;56) Self-care helps to prevent 
the occurrence of any disabilities and deformities after diagnosis, and to prevent the 
worsening of disabilities and deformities that arose prior to diagnosis.(56) In this study, it was 
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established that people affected by leprosy practise better self-care when they have 
received encouragement from their peers, namely self-help group members.(57) As a result, 
self-care practice should be encouraged and maintained to address stigma at intrapersonal 
level. In interventions launched by the formal health care group, health volunteers or health 
workers can encourage self-care practice. In interventions launched by the local volunteer 
group, local volunteers or health workers can provide the encouragement. In interventions 
launched by the self-help group, members of the self-help group or health workers can take 
on this role. 
Socio-economic rehabilitation (SER): SER has been reported as being successful in helping 
people affected by leprosy regain their dignity by involving them as participants in SER.(42) In 
this study, it was established that the members of the self-help group who involved in 
earning income activities had more self-esteem and social participation than before. It is 
recommended that SER be maintained and established. 
Interpersonal level 
Home care team: In the Thai health care system, home care teams consist of a doctor, a 
nurse, a pharmacist, a physiotherapist, a social worker, an occupational therapist, and 
health volunteers.(58) The objectives of home visit are to reduce the number of people who 
visit the hospital with minor health problems, to support the patients’ health, and to build 
the relationship between patients, family and health personnel. Currently, there is no 
evidence of stigma reduction as a result of the work of home care teams. However, in this 
study, positive results from home visits were identified: namely families of people affected 
by leprosy gradually became involved in the rehabilitation process.(57) It is recommended 
that the home care system be maintained or strengthened by involving the local volunteer 
group or the self-help group to support the mental health of people affected by leprosy, 
monitor their self-care practice, and build the relationship with families to encourage them 
to support their family member affected by leprosy. The effect of home care visits on stigma 
reduction at the interpersonal level should be investigated. 
Community level 
Education: Education is often the first step in stigma reduction and is often combined with 
other strategies.(48)  Education includes interventions that aim to inform the general public 
and community groups by increasing their knowledge about a specific illness, providing facts 
that counter the false assumptions on which stigma is thought to be based.(48) In this study, 
education regarding leprosy provided to community members, combined with personal 
contact, resulted in significant reduction of perceived stigma in community members when 
the interventions were provided by the local volunteer group or the self-help group.(57) 
Maintaining and establishing education interventions to reduce stigma at the community 
level is, therefore, recommended. 
        
179 
 
Contact: Contact refers to all personal interactions between the general public and persons 
affected with the specific objective of reducing stigmatising attitude.(48) As mentioned 
above, combining education with contact helps reduce stigma among community members. 
Contact interventions can therefore be recommended as an activity to be launched at the 
community level. However, it should be noted that the impact of contact interventions 
increases under specific conditions: namely similar or equal status of the persons who come 
into contact with each other, when contact leads to cooperation, when there is institutional 
support for contact, and when there are real-world opportunities to interact.(48) 
Organisational level  
At this level, it is recommended that education and contact should be maintained or 
established because it was found that combining education with contact resulted in change 
of perceived stigma among health workers when these interventions were launched by the 
self-help group.(57) Training on how to prevent disability is also recommended so that there 
are enough staff to supervise people affected by leprosy to practise self-care and to transfer 
skill to the others. 
Recommendations for future research: Based on limitations  
Limitations will be discussed and recommendations made for future research. First, this 
study did not quantitatively measure stigma at intrapersonal and interpersonal levels. Only 
qualitative methods were used: namely in-depth interviews and observation to gain stigma 
related information at these two levels. Attitude and behavioural changes were identified in 
people affected by leprosy and their families as the results of interventions launched by the 
local volunteer group and the self-help group.(57)  The positive outcome of quantitative 
studies, if used, would have helped to verify these findings. In a future study, the P-scale 
could be used to measure social restriction of people affected by leprosy, and the EMIC 
stigma scale should be used to measure perceived stigma of people affected by leprosy and 
their families before and after interventions.(38;59) 
The second limitation of this study is that it included only leprosy affected people who had 
impairments and did not include those who did not. This is because we could find only one 
woman affected by leprosy without impairments in the study area. Following in-depth 
interview and observation of this person, no evidence of self-stigma or social restriction was 
found. For this reason, she was excluded from the study. The absence of social restrictions 
on leprosy affected people without impairments is supported by the study of Cross and 
Choudhary in Nepal, who also found no social restriction in leprosy affected people without 
impairments.(42) However, future research should investigate perceived stigma of people 
affected by leprosy and their families in the absence of impairments in order to understand 
whether stigma relates to diagnosis alone, without visible impairments.  
Third, the study was limited by not having a control group. General health care routine 
activities could be employed as controls but they involved some stigma reduction activities 
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making that impossible. Initially, Bumnet Narong district was intended as a control area. 
When perceived stigma of community members and health workers of this district had been 
measured, it was established that there had been another leprosy intervention already 
launched in this area. Thus, Bumnet Narong was no longer eligible for use as a control area. 
The assessment of stigma in a control group is useful in terms of gaining baseline data to 
verify the effectiveness of interventions. In future intervention studies, control groups make 
it possible to compare between changes of stigma in intervention launching area and those 
of non-intervention area.  
The last limitation of this study is that it was undertaken by a leprosy ‘dominated’ (biased) 
research team. This research team included health workers who work in both leprosy and 
tuberculosis but some of the team members including the principal author, the team leader, 
were from the central level and had only worked in leprosy programmes. This may 
unintentionally have influenced the research process by approaching affected people to join 
the intervention, and prioritising the intervention. However, the decision of the community 
to address only stigma related to leprosy, something that might be attributed to this bias, is 
supported by the theoretical background because the intensive literature reviews which 
formed the basis of this study did not identify any interventions addressing stigma related to 
two health conditions simultaneously.(60) Weiss commented that there are features of 
stigma that are condition specific. For example, condemnation and blame contribute to 
stigma in leprosy but these factors do not contribute to stigma in other health 
conditions.(60;61) Stigma measurement has also shown the existence of perceived stigma 
related to tuberculosis among community members. Research is also needed (for the 
future) to address stigma related to tuberculosis that results in denying the diagnosis and 
rejecting the treatment (in people with tuberculosis).(62) 
Lessons learned 
In this study, several systematic reviews and studies were conducted to understand stigma 
and to develop interventions related to leprosy and tuberculosis. Based on these findings, 
lessons learned were identified (listed in Box 1). 
Sustainability of the interventions 
The final phase of the study involved organising a workshop to report the results to the 
people of the study area, and to obtain their comments on the study and on the 
sustainability of the interventions. All stakeholders of the three districts and of the three 
interventions were invited to participate. Each district presented their activities in order to 
share experiences with others. The team leader, presented the results of the study in terms 
of stigma and behavioural changes. The participants discussed in three groups according to 
their respective areas or interventions. After that, they presented their comments to the 
wider group. 
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Box 1: Lessons learned 
1. Stigma related to leprosy and tuberculosis are caused and determined by different 
factors which are both physical and socio-economically determined. 
2. Stigma related to leprosy and tuberculosis manifests itself in different ways and 
results in different types of difficulties in the lives of people affected. 
3. Stigmatisation is a dynamic process. Stigma manifestations and effects are varied 
and changeable according to different factors. 
4. Perceived stigma related to leprosy and tuberculosis is substantial among 
community members and health workers. 
5. Among community members and health workers, perceived stigma related to 
leprosy is stronger than that related to tuberculosis. 
6. Intervention should comprise the simultaneous use of multiple activities (to address 
stigma at multiple levels) 
7. Participation of people affected by leprosy and community members is a key 
(success) factor for successful interventions. 
8. It is important to implement de-stigmatising interventions in a specific manner as 
there are features of stigma that are condition/culture specific.  
 
The three districts intended to maintain the de-stigmatising interventions in their areas as 
they contribute to the quality of life of people affected by leprosy and other vulnerable 
groups. Each district presented the results of their discussions one by one. The formal health 
care group of Tepsatit district reported that the reasons for no improvement of stigma and 
behaviour of their target group was because few activities were launched. They planned to 
provide tailor-made education related to leprosy to health officers and community 
members. They also planned to establish a project that involves people affected by leprosy 
and people with disability related to other health conditions in order to reduce stigma 
(against them). The budget will be requested from the sub-district health promotion fund. 
The volunteer group of Nhong Bua Daeng district reported that the success of their activities 
in reducing stigma related to leprosy among community members was a consequence of the 
intensive activities of their group. To sustain the de-stigmatising interventions, they will 
conduct regular meeting among the group members, formulate and implement a plan of 
action consecutively on yearly bases, monitoring and evaluating regularly. This will involve 
including the group plan of action into the umbrella plan of local administrative 
organisation; motivating the group members by recognising the good performance and 
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providing a chance for the group members to visit a successful intervention of another area; 
and officially registering the local volunteer group as a community welfare organisation in 
order to be eligible to access the government community development fund. The group will 
also raise funds by organising a local performance and selling the group’s products. 
The self-help group of Bantan district considered that the success of their group to reduce 
stigma among the group members, community members, and health workers could be 
attributed to their activities, involving community-wide cooperation. The group planned to 
expand the size of their group and activities to cover people affected by leprosy and people 
with other disabilities that lived in other sub-districts of Bantan district. This would involve 
happiness of people with disability; more acceptance from their families, communities, and 
themselves; and more participation in society. Regarding the funds to sustain their activities, 
the group will collect funds from small income earning activities. 
The local volunteer and the self-help groups suggested that they regularly needed support 
from the government to sustain the interventions. They asked the local officer to continue 
to act as their consultant and to request the officers at provincial or regional or central 
levels to monitor, supervise and evaluate the consultant at least once a year.  
On the part of the research team which consisted of technical officers and social workers at 
provincial, regional and central levels, we intend to help sustain the de-stigmatising 
interventions in the three districts through informal relationships and communication with 
the group members and the local officers; through monitoring and evaluation, and by 
arranging an annual workshop at national level, inviting each group to exchange their 
experiences with other groups throughout the country. We also intend to scale up de-
stigmatising interventions in other communities throughout Thailand, wherever people 
affected people reside.  
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Figure 1: The linkage between the manifestations and the effects of stigma as a dynamic 
process(28) 
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Level Strategies 
Intrapersonal level      Treatment 
Counselling  
Cognitive-behavioural therapy 
Empowerment 
Group counselling 
Self-help, advocacy and support groups 
Interpersonal level     Care and support 
       Home care teams 
       Community-based rehabilitation 
Organisational/institutional level    Training programmes 
(New) policies, like patient-centred and 
integrated approaches 
Community level      Education 
       Contact 
       Advocacy 
       Protest 
Governmental/structural level    Legal and policy interventions 
       Rights-based approaches 
 
Table 1: Stigma-reduction strategies.(47) 
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Table 2: Comparing three launched interventions 
 
Interventions 
launched by 
Launched activities Related factors Good practice issues Effectiveness: achieved 
target level 
Activities suggested to be 
maintained/established in order to 
maintain or enhance effectiveness 
By the group Additional 
activities by 
health workers 
Strong/ 
opportunity 
Weakness/ threat 
i n
t r a p
e
r s o
n
a l  
i n
t e
r p
e
r s o
n
a l  
O
r g a n
i s a t i o
n
a l  
c o
m
m
u
n
i t y  
p
o
l i c y  
The formal health 
care group :  
Home visit by HVs Training HVs on 
leprosy and POD 
Available in all areas Less attention of HWs 
due to workload 
 - - - - - Intrapersonal: counselling, 
encouraging self-care practice by 
HVs/HWs, SER 
 
Interpersonal: home care team 
 Providing 
knowledge in 
‘leprosy week’ 
once a year at the 
district hospital 
Easier access to 
government fund than the 
other two 
       Community: education, promoting 
contact between PALs & CMs by 
HWs 
 Part of routine work        Organisational: education, 
promoting contact between PALs 
and HWs, POD training 
The local volunteer 
group :  
Providing care& 
support by home 
visit of the local 
volunteer team 
 
 
 
 
Drama to provide 
knowledge & 
promote contact 
between PALs and 
CMs  
Providing 
education related 
to leprosy and 
stigma to CMs and 
HWs 
 
 
 
Training local 
volunteers and 
PALs on self-care 
Participation of 
community and related 
organisations 
No knowledge& skill on 
leprosy& POD 
 
 
 
No skill in project 
management 
 
Difficult to access fund 
 
Objection by some CMs 
Including other 
vulnerable groups as 
beneficiaries 
 
Involving family in 
rehabilitation process 
 
Contact between local 
volunteers and PALs 
 
Contact between CMs & 
PAL 
√ √ - √ - Intrapersonal: counselling, 
encouraging self-care practice by 
local volunteers,SER 
 
Interpersonal: home care team  
 
Community: education , promoting 
contact by local volunteer 
 
Organisational: education, 
promoting contact between PALs& 
HWs, training HWs on POD  
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Interventions Launched activities Related factors Good practice 
issues 
Effectiveness: achieved target 
level 
Activities suggested to be 
maintained/established 
By the group Additional 
activities by 
health workers 
Strong/ 
opportunity 
Weakness/ threat 
i n
t r a p
e
r s o
n
a l  
i n
t e
r p
e
r s o
n
a l  
O
r g a n
i s a t i o
n
a l   
c o
m
m
u
n
i t y  
p
o
l i c y  
The self-help group :  Providing care& 
support by 
home visit of 
the self-help 
group members 
 
Providing 
education related 
to leprosy and 
stigma to CMs 
and HWs 
Participation of beneficiary 
group, and community and 
related organisations 
Active PALs are rare Including people 
with disability 
related to other 
as group 
members 
√ √ √ √ 
- Intrapersonal : counselling and 
encouraging self-care practice by 
SHG members/HWs,SER 
 
Interpersonal : home care team 
 
Involving in 
community 
activities 
Training self-help 
group members 
on self-care 
  PALs and people 
with disability run 
self-help group by 
themselves 
     Community : education , contact 
through joining community activity 
 
Earning income 
activity among 
the group 
members 
Training self-help 
group members 
on occupational 
skill 
        Organisational: education, contact 
between people affected and HWs, 
training HWs on POD 
Abbreviations:  HW: Health worker  HV: Health volunteer  SHG: Self-help group,  
POD: Prevention of disability CM: Community member PAL: People affected by leprosy 
Table 2: Comparing three launched interventions (continued) 
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Summary 
Stigma related to leprosy and tuberculosis may prevent those affected by these diseases to 
enjoy their rights to health, which includes timely and appropriate care. To interrupt the 
cycle of stigma, the main research question this thesis addresses is: ‘How to reduce stigma 
related to leprosy and tuberculosis?’ 
This research question is broken down into six sub-questions: 
What are the causes and determinants of stigma related to leprosy and tuberculosis?  
What are the characteristics of stigmatising behaviours manifested towards people 
affected by leprosy and tuberculosis? 
What is the impact of stigma on people affected by leprosy and tuberculosis? 
What are community members’ and health workers’ perceptions regarding leprosy and 
tuberculosis stigmatisation? 
What kinds of intervention could be launched to reduce stigma related to leprosy and 
tuberculosis? 
What are the changes in the community and the affected persons brought about by the 
interventions? 
In order to answer these questions, the thesis employed both qualitative and quantitative 
approaches. A systematic literature review was conducted to investigate the causes, 
determinants, manifestations and impact of stigma. It also identified various de-stigmatising 
interventions. A pre-intervention survey investigated stigma in the study areas, namely four 
districts in the north-eastern region of Thailand. The de-stigmatising interventions were 
then developed and piloted by the three groups of local people and related organisations, 
including people affected by leprosy and tuberculosis: a formal health care group, a local 
volunteer group and a self-help group. Two monitoring and evaluation exercises were 
conducted between the interventions. The effectiveness of the interventions was 
determined by comparing leprosy-related stigma before and after them. 
Part 1: Theory  
This part consists of Chapters 4–6.  
Chapter 4: Stigma in leprosy: concepts, causes and determinants 
This chapter presents the results of the systematic review of the concepts, causes and 
determinants of stigma in leprosy. It suggests that the concept of stigma involves not only 
characteristics that are considered undesirable, but also the social context of the individual 
or group. The causes and determinants of stigma related to leprosy are the external 
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manifestations of the disease, cultural and religious beliefs, fear of transmission, association 
with people considered inferior and public health-related interventions. Stigma related to 
tuberculosis is mentioned in the discussion and concluding section. 
Chapter 5: Stigma in leprosy: manifestations, effects and dynamics 
This chapter presents the results of a systematic review of the manifestations, effects and 
dynamics of stigma in leprosy. It finds that the main manifestations of stigma are that 
people affected by leprosy tried to conceal their disease and practised self-isolation. 
Communities expressed their negative attitudes towards people affected by leprosy by 
avoiding them, forcing them to live in a leprosy colony, and refusing to share public 
transport with them. These manifestations have a negative physical, psychological and 
socio-economic impact on the people affected and also on their families. The manifestations 
of stigma and its effects may differ depending on a person’s external appearance, status, 
gender and social distance from those who are stigmatising. Stigma related to tuberculosis 
is mentioned in the discussion and concluding sections. 
Chapter 6: How to reduce stigma in leprosy – a systematic literature review  
This chapter presents the results of another systematic review. It mentions that 
interventions with some evidence of effectiveness in terms of reducing stigma are the 
integration of leprosy programmes with general health care, Information Education and 
Communication (IEC) programmes, and socio-economic rehabilitation. 
Part 2: The reality of stigma related to leprosy and tuberculosis in Thailand 
This part consists of chapters 7 and 8. 
Chapter 7: Comparing the perception of community members towards leprosy and 
tuberculosis stigmatisation 
This chapter presents the quantitative measurement of community members’ perception of 
the stigmatisation of those affected by leprosy and tuberculosis. It was found that they 
perceived that the community had stigmatised people affected by leprosy and tuberculosis 
but that they were more aware of community stigma towards leprosy than towards 
tuberculosis, particularly in terms of shame, embarrassment, and problems in getting 
married. 
Chapter 8: Assessing the attitudes and perceptions of community members and health 
workers regarding the stigmatisation of leprosy. 
This chapter presents the qualitative and quantitative assessment of the attitudes and 
perceptions of community members and health workers regarding the stigmatisation of 
people affected by leprosy. It was found that both community members and health workers 
had negative attitudes towards leprosy and perceived that those affected by it were being 
stigmatised. Community members and health workers also perceived leprosy as a disease 
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that involves disability, is incurable and hereditary, and is associated with dirtiness and 
oozing, foul-smelling wounds. 
Part 3: De-stigmatising interventions 
This part consists of chapters 9 and 10. 
Chapter 9: Addressing stigma related to leprosy 
This chapter presents the stigma interventions launched in three districts of Chaiyaphum 
province. It was found that the self-esteem and social participation of those involved in self-
help groups were changed more than among members of the local volunteer group and that 
there was no change among members of the formal health care group.  
Chapter 10: The effectiveness of de-stigmatising interventions 
This chapter presents the quantitative measurement of de-stigmatising interventions. It was 
found that there was a significant reduction of perceived stigma among community 
members and health workers in the area where de-stigmatising interventions were 
launched by the local volunteer and self-help groups, but no reduction of perceived stigma 
among community members or health workers in the area where de-stigmatising 
interventions were launched by the formal health care group. In all areas there remained a 
high percentage of people manifesting stigmatising attitudes and perceptions. 
General discussion 
Chapter 11: Each research sub-question is briefly answered with broader discussion The 
validity of the findings, the recommendations for future de-stigmatising interventions and 
research, lessons learned, and the sustaining of the interventions then follow. 
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Samenvatting  
Stigma aangaande lepra en tuberculose kan mensen die getroffen zijn door deze ziekten 
belemmeren in hun recht op gezondheid wat betreft tijdige en adequate gezondheidszorg. 
Met als doel de cyclus van stigma te doorbreken werd de volgende onderzoeksvraag 
geformuleerd 'Hoe kan stigma aangaande lepra en tuberculose verkleind worden?' 
Deze onderzoeksvraag is verder opgedeeld in zes subvragen die allen beantwoord worden in 
verschillende hoofdstukken in dit proefschrift. 
Wat zijn de oorzaken en determinanten van stigma met betrekking tot lepra en 
tuberculose? 
Wat zijn de karakteristieken van stigmatiserend gedrag dat zich manifesteert jegens 
mensen die getroffen zijn door lepra en tuberculose?  
Wat is de impact van stigma op mensen die getroffen zijn door lepra en tuberculose? 
Wat zijn de percepties van mensen uit de gemeenschap en gezondheidswerkers over 
lepra en tuberculose?  
Wat voor soorten interventies zouden opgezet kunnen worden om stigma aangaande 
lepra en tuberculose te verkleinen? 
Wat zijn de veranderingen die door deze interventies teweeg gebracht kunnen worden in 
de gemeenschap en bij de mensen die getroffen zijn door lepra en tuberculose? 
Om deze vragen te beantwoorden gebruikte het onderzoek beschreven in dit proefschrift 
zowel kwalitatieve als kwantitatieve onderzoeksmethoden. De systematische 
literatuurstudie werd gedaan om inzicht te krijgen in de oorzaken, determinanten, 
uitingsvormen en impact van stigma. Verschillende destigmatiserende interventies werden 
geïdentificeerd. Een pre-interventie survey werd gedaan om inzicht te krijgen in de huidige 
situatie rondom stigma in de studie gebieden, vier districten in de Noordoostelijke regio van 
Thailand. De destigmatiserende interventies werden daarna ontworpen en opgezet door 
drie groepen van de lokale bevolking en betrokken organisaties, waaronder ook mensen die 
getroffen zijn. De drie groepen waren een formele gezondheidszorgorganisatie, lokale 
vrijwilligers, en een zelfhulpgroep. Monitoring en evaluatie werd twee keer gedaan tijdens 
de implementatie. De effectiviteit van de interventies werd bekeken door het vergelijken 
van lepra-gerelateerd stigma voor en na de interventies. 
Deel 1: Theorie 
Dit deel bestaat uit drie hoofdstukken, hoofdstuk 4-6  
Hoofdstuk 4: Stigma bij lepra: concepten, oorzaken en determinanten 
Dit hoofdstuk presenteert de resultaten van een systematische literatuurstudie naar 
concepten, oorzaken en determinanten van stigma van lepra. Het suggereert dat het 
        
198 
 
concept stigma niet alleen onwenselijke karakteristieken inhoudt, maar ook de sociale 
context van een individu of groep. Oorzaken en determinanten van stigma aangaande lepra 
zijn de externe manifestaties van de ziekte, culturele en religieuze overtuigingen, angst voor 
transmissie, associaties met mensen die als minder gezien worden en publieke 
gezondheidsinterventies. Stigma aangaande tuberculose wordt beschreven in de discussie 
en conclusie.  
Hoofdstuk 5: Stigma van lepra: uitingsvormen, effecten en dynamiek 
Dit hoofdstuk presenteert de resultaten van een systematische literatuurstudie van 
uitingsvormen, effecten en de dynamiek van het stigma van lepra. Het vermeldt de 
belangrijkste uitingsvormen van stigma, namelijk dat mensen met lepra proberen hun ziekte 
te verbergen en ze zichzelf isoleren. Gemeenschappen geven uiting aan hun negatieve 
attitude jegens mensen met lepra door hen te mijden, door ze te dwingen in een lepra 
kolonie te gaan wonen, en door te weigeren om het openbaar vervoer met hen te delen. 
Deze uitingsvormen hebben een negatieve uitwerking op mensen met lepra en hun families, 
zowel op fysiek, psychologisch, als op sociaal-economisch vlak. Echter, uitingsvormen en 
effecten van stigma kunnen verschillen, afhankelijk van uiterlijke kenmerken, status, het 
geslacht en sociale afstand tot degenen die gestigmatiseerd worden. Het stigma van 
tuberculose wordt genoemd in de discussie en conclusie. 
Hoofdstuk 6: Hoe stigma van lepra te verminderen - een systematische literatuurstudie 
In dit hoofdstuk worden de resultaten gepresenteerd van een andere systematische 
literatuurstudie. Volgens deze studie hebben de volgende interventies een bepaalde mate 
van bewijs voor stigma vermindering, namelijk: integratie van de lepra programma's in de 
algemene gezondheidszorg, Informatie Educatie en Communicatie (IEC) programma's, en 
sociaal-economische rehabilitatie Interventies met een bepaalde mate van bewijs van 
effectiviteit. 
Deel 2: De werkelijkheid van stigma van lepra en tuberculose in Thailand 
Dit onderdeel bestaat uit twee hoofdstukken: 7 en 8. 
Hoofdstuk 7: Vergelijking van waargenomen stigma door leden van de gemeenschap ten 
aanzien van lepra en tuberculose. 
In dit hoofdstuk wordt de kwantitatieve meting van waargenomen stigma door de leden van 
de gemeenschap ten aanzien van lepra en tuberculose beschreven. Het bleek dat de leden 
van de gemeenschap hadden waargenomen dat mensen met lepra en tuberculose waren 
gestigmatiseerd door de gemeenschap. Echter, leden van de gemeenschap namen meer 
stigma van lepra waar dan stigma van tuberculose, voornamelijk in termen van schaamte, 
verlegenheid en problemen in het vinden van een huwelijkspartner. 
Hoofdstuk 8: De beoordeling van de attitudes en percepties van de leden van de 
gemeenschap en gezondheidsprofessionals ten aanzien van het stigma van lepra. 
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In dit hoofdstuk wordt de kwalitatieve en kwantitatieve beoordeling van de attitudes en 
percepties van de leden van de gemeenschap en de gezondheidszorgprofessionals ten 
aanzien van het stigma van lepra beschreven. Het bleek dat zowel de leden van de 
gemeenschap als gezondheidszorgprofessionals een negatieve houding ten opzichte van 
lepra hadden. Tevens namen beide groepen waar dat mensen met lepra werden 
gestigmatiseerd. Leden van de gemeenschap en gezondheidszorgprofessionals zagen lepra 
als een ziekte met een handicap, dat ongeneeslijk en erfelijk is, en het werd geassocieerd 
met viezigheid en druipende, stinkende wonden. 
Deel 3: Destigmatiserende interventies 
Dit deel bestaat uit hoofdstuk 9 en 10  
Hoofdstuk 9: Het aanpakken van stigma met betrekking tot lepra 
Dit hoofdstuk beschrijft de stigma interventies in drie districten binnen de provincie 
Chaiyaphum. De bevindingen zjin dat eigenwaarde en sociale participatie van de SHG's 
begunstigden meer veranderden dan die van een lokale groep vrijwilligers terwijl er geen 
verandering was in die van de formele gezondheidszorg groep.  
Hoofdstuk 10: De effectiviteit van de destigmatiserende interventies 
Dit hoofdstuk presenteert de kwantitatieve meting van destigmatiserende interventies. Het 
bleek dat er aanzienlijke vermindering van stigma ervaren werd onder leden van de 
gemeenschap en de gezondheid van de werknemers van het gebied waar destigmatiserende 
interventies werden gelanceerd door de lokale vrijwilligers en de zelfhulpgroep.  
Er werd geen vermindering van stigma ervaren onder de leden van de gemeenschap of de 
gezondheid van de werknemers van het gebied waar destigmatiserende interventies 
werden gelanceerd door de formele zorg groep. In alle gebieden werd nog een hoog 
percentage van mensen met stigmatiserende attitudes en percepties gevonden.  
Algemene discussie  
Hoofdstuk 11: Elke onderzoeksvraag wordt kort beantwoord met een bredere discussie. De 
geldigheid van de bevindingen, de aanbevelingen voor de toekomstige destigmatiserende 
interventies en onderzoek, de geleerde lessen en het in stand houden van de interventies 
zullen, respectievelijk volgen. 
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